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INTRODUCTION -  VOLUME 1
Overview
This portfolio is comprised of two volumes.
This is Volume One and contains the academic dossier, clinical dossier and research 
dossier.
Volume Two contains the extended clinical dossier which contains the placement 
documentation from each of the placements, the five full case reports, and the full 
process accounts from year one and year two of the case discussion groups. Volume 
Two contains confidential clinical material and is held in the Clinical Psychology 
Department at the University of Surrey.
Introduction of portfolio -  volume 1
ACADEMIC DOSSIER
Overview
The academic dossier contains the following:
• Approaches to psychological distress essay
• Professional issues essay
• Three problem based learning reflective accounts
• Summaries of the case discussion group reflective accounts
'ocier
Approaches to psychological distress essay
The course team is attempting to involve service users and carers in many 
aspects of the Surrey Clinical Training Programme. With reference to the 
evolving literature on involvement in both training and research, explore ways of 
involving users and carers in the Programme. What issues and dilemmas might
such involvement create?
JANUARY 2005
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Approaches to psychological distress
INTRODUCTION
The move towards service user and carer involvement in training is set in the context 
of healthcare policies that emphasise the importance of user concerns. The National 
strategy cites ‘Working in Partnership’ with service users and carers, as the first of the 
Ten Essential Shared Capabilities for all mental health workers (Hope, 2004). 
Department of Health Guidelines 1999 (as cited in Curie & Mitchell, 2004) state that 
not only should the value of service users in teaching now be emphasised in all 
professional training, but service users should also be involved in curriculum design 
and assessment.
The translation of these policies into educational practice is not so well documented 
and the Doctorate in Clinical Psychology course at Surrey is beginning to consider 
ways in which policy may become a reality. I chose to explore the development of 
service user and carer involvement at Surrey because it is a current issue that affects 
everyone within the health service and training programmes. I have learnt, through 
my experiences as a first year trainee that often therapeutic work aims to help service 
users regain control over their lives that may have become chaotic due to mental 
distress (Barnes & Wistow, 1994). Input from service users and carers into the way 
that healthcare professionals treat mental distress may, therefore, not only improve the 
services for future users and for ourselves (as providers and potential users), but may 
also serve to empower those who have used or currently use mental health services.
Although I recognise that service user and carer experiences may differ, for the 
purpose of this discussion a clear distinction between service user and carer 
involvement has not been made. Tew et al. (2004) argue that overall many service 
users and carers would say they have more issues in common than different and most 
are willing to work collaboratively as long as their differences are understood.
The first part of this discussion will focus on ways that service users and carers can 
become more involved throughout the Surrey curriculum. Examples from the 
literature will be used to explore how this can be achieved, starting with classroom 
involvement. It will then progress to consider ways in which involvement can be
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included in curriculum design, placement, research, assessment and selection of 
trainees. I will outline my understanding of how far Surrey already incorporates user 
involvement in these areas. The issues that involvement may create, specific to these 
aspects of the course, will also be discussed.
The second part of this discussion will focus on three of the key issues that underlie 
user and carer involvement in general. These have been identified in the literature as 
potential barriers to involvement in many settings. They include a fear that 
involvement will become tokenistic, worries that those involved will not be 
representative of service users and carers as a whole, and the potential challenges that 
involvement may pose to providers’ current knowledge and ways of working. 
Suggestions about how they might be resolved will be discussed.
INVOLVEMENT THROUGHOUT THE CURRICULUM 
Classroom involvement
Classroom involvement is one way in which user and carer perspectives are 
increasingly being incorporated into education. Although this type of involvement 
may be considered by some to be ‘tokenistic’ it is important not to undervalue any 
steps that have been taken to increase user involvement (Goss & Miller, 1995).
Involvement in the curriculum delivery of clinical psychology courses often involves 
service users recounting their experiences of their mental health difficulties and the 
services (Harper et a l, 2003). I am aware from speaking to third year trainees at 
Surrey, that service users are involved in this way. As an assistant psychologist I 
attended a conference where service users were involved at this level. I, and others, 
found this a useful experience and it encouraged me to think about the issues under 
discussion from a service user perspective.
McAndrew and Samociuk (2003) report on a group where service users and nursing 
students reflected together on mental health issues. They found that service users’ 
stories had a bigger impact on students when told in the university as opposed to on 
placement. The authors suggest that perhaps the university environment adds more
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truthfulness to service users’ accounts; valuing their input in the same context as 
research and theory. The introduction of such a group at Surrey may provide a way to 
develop more sustained user involvement and may lead to trainees and staff being able 
to establish stronger relationships with service users.
There are many ideas from the literature that could be applied to the Surrey 
programme. Many of Surrey’s teaching sessions involve role-playing with colleagues 
and offering feedback. It is suggested by Tew et a l (2004) that users and carers could 
work alongside students as they leam these new skills. They also suggest that users 
could become involved in devising problem based learning materials, a component 
that has just been added to the Surrey course. If service users are to become involved 
in this way it is important that they are provided with support and training. Tew et a l 
(2004) suggest that jointly led teaching with other academic staff would help to 
provide support and would be a good way of integrating user perspectives with overall 
course content. They also suggest that service users receive payment for their 
contribution that is equal to that of other visiting lecturers.
Payment of service users for their contributions was explored further in a nursing 
programme in Australia, where a service user was employed as an academic staff 
member (Happel and Roper, 2003). The service user was involved in direct teaching 
of half a module so that they were an integral part of the course delivery. An 
evaluation of the teaching revealed predominately positive views and students felt that 
it would enable them to become more effective clinicians. However, there were some 
negative views with students reporting that they felt the perspective gave a negative 
portrayal of nurses and felt the factors that impact on staff were not considered. In a 
different study, Barnes and Wistow (1994) found that the expression of anger was 
more extreme than any other views by service users and suggest that anger is often 
unleashed when groups first gain the opportunity to be heard.
If Surrey were to increase involvement of service users and carers in the classroom it 
is therefore important to acknowledge the challenges this may pose. I can imagine 
that I may feel quite defensive if only negative views were portrayed about clinical
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psychology, though I recognise that these challenges need to be balanced with the 
influential effect it may have on my practice.
Curriculum design
One way that training courses in psychology and other disciplines have moved beyond 
classroom involvement is to involve service users in curriculum design. On the 
Surrey course, a working group composed of service users, carers and professionals 
has been set up for this purpose. Other courses that have implemented involvement at 
this level have often made long-term changes to the course content.
Masters et a l (2002) describe a project in a mental health nursing programme. The 
course now involves regular formal monitoring of the programme by users and carers, 
two modules have been developed that focus on involvement issues for practice and 
service user feedback to students has been added.
Long-term changes have also resulted fi-om similar working groups in the Clinical 
Psychology course at Exeter (Curie & Mitchell, 2003). Omissions in the teaehing 
programme highlighted by service users have now been addressed with values 
important to them being given a greater emphasis within the programme. An 
important feature of this working group was that users were invited to meetings at a 
time when the course was undergoing major changes to prepare for new British 
Psychological Society (BPS) accreditation criteria. It was felt that at this time users 
would be able to exert the greatest influence on the programme.
The Surrey course has just undergone ehanges since converting to the core­
competencies model. I am unsure as to whether Surrey’s working group was running 
at that stage but it seems like it would have been an ideal time to involve service users 
in curriculum plaiming. However, I am aware that the programme is constantly 
evolving and service users’ views can be considered as it continues to develop. 
Perhaps timing the meetings of the working group so that arising issues can be fed 
into psychology committee meetings, as in the Exeter course, would allow this to 
happen most effectively.
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It is important to develop an environment that is comfortable for users and carers to 
meet, making sure they don’t feel intimated or in the minority. Limiting the use of 
‘jargon’ during meetings so users and carers don’t feel alienated is one suggestion 
(Simpson & House, 2003). Providing administrative support and payment for those 
involved may also help users to feel included and supported.
It is also essential to consider the effects that user involvement in curriculum design 
may have on aeademic staff. Tew et a l (2004) stress the importance of having a 
number of people who want to increase user involvement so that staff members don’t 
feel isolated. Masters et al (2002) identified the need to include an interest in service 
user involvement in the selection criteria for future academic staff. For Surrey, 
difficulties in altering the already time-constrained curriculum whilst still meeting 
accreditation criteria might be a particular challenge for staff (Harper et a l, 2003). 
Despite the challenges. Tew et al (2003) highlight the positive side, where staff may 
leam new skills and ideas from service users and may experience an increase injob- 
satisfaction and professional development.
Placements
As trainees spend over half their working-time in placements, incorporating user and 
carer involvement here seems essential if involvement is to be at all levels of the 
Surrey programme. This will also help to eliminate any differences that may occur 
between taught ideals and the reality of practice (Masters et a l, 2002). As an assistant 
psychologist I was involved in a working group of service users and professionals to 
develop an integrated care pathway for people who self-injure. Service user’s 
perspectives on the way the service currently operates were hugely influential in 
shaping the development of the work and they designed a card giving information to 
casualty staff about how they would like to be treated. This experience gave me the 
opportunity to meet service users in healthcare settings in roles other than ‘patients’; a 
useful way to encourage the idea of working in partnership.
One of the outcomes from the working group in Exeter is that user-perspectives have 
now been incorporated into placement supervisor training where the user group have 
presented at a supervisors’ conference. Involving users in this way could involve a
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joint approach between the university and the trust to ensure that trainees receive the 
adequate supervision to develop psychological knowledge and skill. Tew et ah (2004) 
recommend that the university may take responsibility for training service users on 
supervision skills so that they can work alongside placement supervisors. One idea is 
to have service user mentors who could provide trainees with an alternative 
perspective of the service. Currently, I know of a first year trainee at Surrey who has 
a service user mentor and has already consulted with her for user-perspectives on 
various issues.
Recently, case discussion groups have been introduced at Surrey to help bridge the 
gap between teaching and placement. Having users and carers involved, when 
trainees discuss clients they are working with on placement, would be another useful 
starting point. With this type of involvement confidentiality is a priority and Tew et 
al. (2004) recommend considering asking users from a different locality to participate.
Research
Most research trainees complete will take place in healthcare settings. Encouraging 
trainees to involve users and carers in these projects, in roles other than participants, 
will help to address another aspect of the Surrey programme.
Wykes (2003) reports that in some services users are now involved in designing and 
leading projects. This has been achieved gradually with service users first being 
members of a steering committee that advised on projects. Consultation with users 
before designing research could be a way for trainees to improve the scientific quality 
of their work. Townend and Braithwaite (2002) report that the quality and relevance 
of dissertation research proposals, by students studying Community Mental Health, 
have improved since service users have been involved in appraising the proposals.
One way Tew et al, (2004) suggest serviee users could be involved in research is to 
evaluate whether involvement has impacted on trainees’ practice. Involvement to this 
extent will mean training service users in research design and methodology and 
remaining sensitive to the fact that service users may feel nervous when first 
becoming involved in the research process (e.g. Diamond et al. 2003)
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One of the key issues identified in the literature is that some researchers fear service 
users pose a threat to traditional established approaches to research. The randomised 
control trial (RCT) is still the method accepted by most policy groups. Suggestions 
have been made to train service users to design research methodologies that may give 
reasonable alternatives to the RCT, perhaps by including qualitative methods 
(Townend & Braithwaite, 2002). In clinieal psychology, many of these ‘alternative’ 
methods are already used; trainees are therefore in a good position to start to involve 
service users in the development of their research.
Assessment
Involving service users in assessing students is another idea, explored in the literature, 
which could be applied to the programme at Surrey. On the Exeter programme users 
now contribute to the assessment of trainees’ performance by providing feedback to 
the trainee’s placement supervisor (Curie & Mitchell, 2004). At a time when the 
Surrey course is thinking about introducing peer evaluation perhaps it may also 
consider service user and carer evaluation.
Morgan and Sanggaran (1997) explored the use of client feedbaek on student nurse 
education. Benefits of this involvement included increased ways to assess students in 
the clinical area and that users felt empowered after taking part. However, some 
service users were worried about the implications that their feedback may have on 
students. Most students felt that service users should have a role in feedback but had 
some anxiety about whether they were eapable of doing so. A few students were 
negative to participation and over half felt that the exercise did not contribute towards 
their learning, perhaps because feedback was given to the group rather than to 
individuals. Student’s comments indieated that individual evaluation would have 
been more useful; however, it is essential to consider the serviee user’s view and their 
willingness to give individual feedback. Also one student reported that they spent 
much of the time trying to appease clients for a good report and this might be even 
greater if they were being assessed individually.
This study seems to indicate that despite some benefits, students appeared to be quite 
negative towards being assessed by service users. This may perhaps reflect the fact
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that being assessed is already a fairly daunting process and that adding another 
viewpoint may be particularly anxiety provoking for students. It is also worth bearing 
in mind that Morgan and Saggaran’s (1997) study took place seven-years ago, a time 
when the concept of user involvement was fairly new. Consulting with trainees and 
users about how to best incorporate involvement in assessment may be a useful 
starting point for Surrey.
Selection of trainees
Tew et al. (2004) argue that involving service users in the selection means that 
potential trainees will immediately see that user involvement is valued. Involving 
service users in the selection of clinical psychologist (Long et a l, 2000) and assistant 
psychologists (Cheseldine et a l, 2001) have been carried out in healthcare settings by 
incorporating users as members of the interview panel. Feedback from interviewees 
indicated that the service user’s questions were often practical, without jargon, 
thought-provoking and were better indicators of what the candidate was like as a 
person. Both studies describe a supportive context for service users throughout the 
process. The following recommendations could be applied to the Surrey programme: 
providing information about the nature of the post, briefing users of the programme’s 
equal opportunities policy, giving details about the interview process, giving the 
opportunity to meet with the panel and rehearsal of the process prior to the interview, 
support with designing questions and payment. This may help to reduce eoncems that 
the involved user may be more vulnerable as they are there in a personal rather than 
professional eapacity (Long et a l, 2000). In Cheseldine et al. ’s (2001) study it was 
also arranged so that the interview with the service user gained the interviewee the 
most points, avoiding concerns that involving a service user on the panel is 
‘tokenistic’.
From talking to fellow trainees and from my own experience of clinical interviews I 
feel it would be quite anxiety provoking to have another person on the interview 
panel. From the perspective of the course team I can also imagine that it would be a 
great challenge to incorporate service users in this way. Perhaps a useful starting 
point would be to involve service users in drawing up selection criteria. On the Exeter 
course, users and earers have generated a list of good and bad qualities in a clinieal
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psychologist which are now included in the programme handbook and are used to 
inform the recruitment of trainees.
The selection of trainees also brings up another issue; recruiting service users as 
trainees. Accreditation criteria for courses now state that selection procedures must 
not be able to discriminate on the basis of disability and that training programmes 
should be aiming for diversity in the eohorts they select. (BPS, as cited in Harper et al,
2003). Encouraging service users to apply for clinical psychology courses is certainly 
not something that was made explicit when I was applying for clinical training. A 
way for the Surrey programme to tackle this is to include a statement in the handbook 
to stipulate that the course values people who have direct personal experience of being 
a service user. The programme would also need to think about how support will be 
provided for trainees who are service users, without singling them out. Tew et a l , 
(2004) highlight a potential area of discrimination that remains around the criteria 
used within occupational health checks. Support for applicants through this process 
should be offered to future trainees.
POTENTIAL BARRIERS TO INVOVLEMENT 
Representativeness
The issue of representativeness has been raised as a potential barrier to user and carer 
involvement in much of the literature. Ensuring that users are not treated as a 
homogenous group is one of the challenges that the Surrey course may encounter.
The differences between serviee users were highlighted in a study by Forrest et a l 
(2000) that recruited users from user-forums and drop-in services. The users from 
forums tended to be more critieal of the services and more eager to incorporate 
involvement in education than those involved from drop-in services.
Despite the differences identified by Forrest et al (2000) they argue that professional 
and service user attitudes toward representativeness may also differ. In their study 
there was a perception among the drop-in users that consultation should be left to 
forum members. Perhaps, if user-forums are seen by other service users as able to 
speak on their behalf, service providers should not be ehallenging this? This
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viewpoint was also highlighted in a study by Lammers and Happel (2003) who 
interviewed service users about their views on involvement. Many of those 
interviewed felt that some service users have an expert knowledge but that not all 
users should be continuously involved. Forrest et al. (2000) suggest that involving 
users from forums may be a good starting point for involvement in education and 
training as they may be the most motivated to be involved and are seen as able to 
reflect users’ views.
Another issue relates to representing those who are experiencing acute distress. 
Summers (2003) interviewed psychiatrists about their views on user involvement. A 
key issue to emerge was the effect of mental illness on service user involvement. 
Although the majority thought that mental illness would not prevent useful input, 
some expressed reservations about working with people with particular symptoms. 
Lammers and Happel (2003) also found that some service users did not feel that all of 
their peers would be capable of contributing because of their mental state. However, 
Simpson and House (2003) argue that trained users can be employed effectively 
within mental health including those with severe disorders, including schizophrenia 
and bipolar disorder. They suggest that representing serviee users through advocacy 
is one potential solution for those who felt unable to actively participate. Another 
potential solution is to involve people using questionnaires or interviews and 
providing adequate support to those who do contribute.
A recommendation for the Surrey programme would be to ask service users whether 
there are any particular needs to assist their participation so it appeals to as many 
people as possible. Providing the agenda for meetings in advance so they have time to 
prepare and offering administrative support may be useful starting points (Mental 
Health Act Commission, 2002). Tew et al. (2004) also suggest that it is essential to 
work towards setting up networks and structures that support all sorts of service users 
and carers to become involved, particularly those that are currently underrepresented 
in those groups e.g. minority ethnic communities and those that are often stigmatized 
by the health service, e.g. those diagnosed with personality disorders.
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Tokenism
A second barrier frequently cited in the literature is that of tokenism, defined as ‘when 
service users appear to be involved, while in reality no shift in power has oecurred 
and service users are unable to influence change’ (The Mental Health Act 
Commission, 2002, pp. 18).
In order for involvement not to be tokenistic it is important that service users are paid 
appropriately for their time. Problems with this have been frequently cited. For 
example, often financial systems within universities mean payment is paid to user and 
carer organisations rather than to individuals (Masters et al. 2002). However, 
payment in this way does have the advantage of not interfering with people’s benefits, 
another frequently cited area of concern (e.g. Seeker et al., 2001).
Another point surrounds training and support. Those involved in edueating receive 
extensive training for their role and it is important users and carers are prepared and 
supported in the same way (Forrest et a l, 2000). In Masters et a/.’s (2002) study, 
users and carers identified a need for training on educational systems and currieulum 
development whilst lecturers identified a need for training and support to address their 
lack of knowledge and experience in user involvement. Simpson and House (2004) 
reviewed studies that looked at service users as case managers, as trainers and as 
interviewers. Common to all was that users had received training similar to that 
received by employees who had not been users of mental health services. Adequate 
support and training will also help to ensure that involvement in the Surrey 
programme does not become stressful.
If service users are given the opportunity to make suggestions to the Surrey 
programme, but these are not acted on, this may reinforce negative experiences that 
users may already have of the services (Barnes & Wistow, 1994). Diamond et a l 
(2003) suggest that sometimes it may not always be possible to act on information by 
users in which cases explanations should be offered by services as to why this is the 
case. Tokenism may be even more apparent where user involvement is only taken 
into consideration for superficial details rather than major issues (Soffe, 2004). 
Involving service users throughout the curriculum is one way to avoid this.
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Seeker et al. (2001) argue that true involvement requires equality in the relationships 
between users and professionals. They recommend the appointment of a service user 
as coordinator for user involvement, something I am aware the Surrey course is 
aiming towards. Advantages of this are that the service user has equal status with 
other members of the team, will have access to resources and may reduce pressures on 
other staff. Potential disadvantages are that they will be frequently exposed to 
‘professional’ attitudes (making it hard to sustain user viewpoints), they may need 
periodic time off and they may feel as if they are second-grade members of staff (Tew 
et a l, 2004). Ensuring that the employee establishes strong links with user groups and 
has access to support and training may help to combat these disadvantages.
‘Us and Them’: Shifting Attitudes
Harper et al. (2003) argue that as professionals we are still socialised into seeing 
service users as very different from ourselves. They suggest that ‘ expert-knowledge’ 
models, e.g. scientist-practitioner, tend to pervade the educational system at the 
moment. This perhaps leads to values like user-involvement, being played down 
(Bracken & Thomas, 2001). It has also been suggested that professionals have low 
expectations of what service users can do. For example. Seeker et al. (2001) carried 
out a survey and found that only 53% of service users have received help from the 
health service with gaining employment; something that was selected by most users as 
a long-term goal. The authors argue that users, therefore, not only have issues of 
stigmatization in the private work place, but seemingly also from the health service.
Involving service users at all levels of educational delivery may, therefore, contradict 
many of the attitudes that currently exist amongst mental health professionals, who 
may be keen to keep the role of ‘expert’ (Soffe, 2004). So what can be done to 
challenge these attitudes? Education and training is often viewed as the best place to 
initiate a change in attitudes (Happel & Roper, 2003). Simpson and House (2003) 
argue that user involvement in training may lead to trainees and eventually practicing 
workers having a more positive attitude towards service user involvement. Formal 
evaluation of the way in which service user involvement has impacted on Surrey 
trainees would add to the evidence base which may be a key way to shift attitudes 
towards involvement.
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May (2004), writing as a service user and psychologist, argues that elinical 
psychology training needs to move beyond evidence-based practice and shift to a 
more reflective approach where personal experience is seen as just as valuable. 
Promoting the idea that none of us are immune to being service users ourselves may 
facilitate the ability to think about what help we would like to receive and indeed what 
has helped when we have been emotionally distressed (Forrest et a l, 2000). Much of 
this is already incorporated in the Surrey course through reflection of personal 
experiences and experiential learning. Perhaps this idea could be promoted even 
further if the course were to provide trainees with funding to receive personal therapy. 
This may increase self-awareness and help trainees further explore what it feels like to 
be a service user.
CONCLUSION
Despite the fact that the practice of user and carer involvement is limited in education 
and training, literature is emerging to suggest ways in which it may be increased. 
Through the course of this discussion, ideas have been discussed and applied to the 
clinical psychology course at Surrey.
In the classroom, involvement could be increased by users and carers contributing to 
problem-based learning exercises and being present as trainees leam new skills. The 
introduction of a group where users, carers and trainees can reflect on various issues 
may lead to more stmctured and sustained involvement at this level. Support, training 
and payment need to be provided for service users and trainees’ experience of this 
involvement needs to be considered.
In curriculum design, it would be useful for Surrey to schedule meetings with the 
working group so that input can be fed back to other staff meetings. Consideration of 
service users and carers is imperative. Avoiding the use of jargon, providing payment 
and administrative support are some of the ways in which to help service users feel 
supported and included. Staff issues need also to be eonsidered and the appointment 
of a eoordinator who can help sustain the work has been recommended.
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Incorporating user involvement in training would not be complete without some input 
in placement. Useful starting points would be for trainees to have serviee user 
mentors to consult with on various issues or to incorporate users in case discussion 
groups. These ideas require consideration of confidentiality and may require joint 
working between the university and trust; something that should already be fairly well 
established.
Research could be done in collaboration with service users. Staff members could 
encourage trainees to consult with users and carers before submitting research 
proposals and could also involve users in evaluating the influence involvement has 
had on trainee’s practice. Trainee’s are already taught and encouraged to explore 
methods, other than the traditional RCT. This may provide a good foundation on 
which to establish user involvement.
Surrey may also like to consider involving users and carers in the assessment of 
trainees. This may be incorporated through feedback to placement supervisors. 
Consideration of the anxieties students and service users may have about the 
implications of this would need to be addressed. Anxieties, from all parties, also need 
to be considered if users are part of the interview panel when selecting trainees. A 
starting point could be for users and carers to develop selection criteria that can inform 
recruitment. Encouraging service users to apply as trainees may be achieved through 
stipulating the importance of personal experience in the handbook.
Representativeness and tokenism have long been cited as potential barriers to user 
involvement. It is perhaps realistic to expect that this may continue for some time to 
come. Whilst it is important to be aware of these issues it is also important not to use 
them as reasons to discontinue user involvement. Doing so perhaps reflects the ‘them 
and us’ attitudes that still exist between users and providers. Increasing user and carer 
involvement in the Surrey programme will help trainees and future clinical 
psychologists to build relationships and develop attitudes which may eventually allow 
a ‘true partnership’ to exist.
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INTRODUCTION
Clinical psychologists, like every other health professional working in the NHS, are 
led by government guidelines which state that clinical practice should be based on the 
best available evidence (Department of Health, 1996). One of the most recent 
examples of the government’s commitment to evidence based practice was through 
the publication of a new set of guidelines from the National Institute for Clinical 
Excellence (NICE, 2004). The document entitled: Core interventions in the treatment 
and management o f anorexia nervosa, bulimia nervosa and related eating disorders, 
summarised NICE’S review of the clinical and cost-effectiveness of various 
interventions for eating disorders.
A key recommendation was that cognitive behavioural therapy (CBT) should be 
offered to adults with bulimia nervosa (BN) and binge eating disorder (BED) (NICE,
2004). Recommendations were also made that it should be considered for anorexia 
nervosa (AN) and other, atypical eating disorders -  not otherwise specified (EDNOS). 
As it is expected that services will plan and identify resources for guideline 
implementation this poses a challenge for all health professionals (Hargreaves, 2003). 
However, as CBT is primarily considered to be a psychological intervention, these 
recommendations become particularly significant for clinical psychologists.
As a trainee clinical psychologist, I have become increasingly aware of some of the 
ethical dilemmas that may face clinical psychologists when considering these 
guidelines. Through my experience, I have realised that some of these dilemmas will 
be of a practical nature, where resource limitations can make it extremely difficult for 
guidelines to be implemented, and I will highlight these issues in this discussion. 
However, my training so far and experience of CBT in practice, has also widened my 
perspective to include the debates that go on behind the scenes of the evidence base 
and government-issued guidelines. The main focus of this discussion will therefore be 
to explore the ethical dilemmas that arise from these more philosophical viewpoints. 
This will include a critical look at the nature of the evidence base from which the 
guidelines are drawn; the limits of CBT; and the potential loss of ‘the person’ in a 
world where the evidence base is so highly valued. Before I begin highlighting these
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practical and philosophical dilemmas the discussion will begin with more detailed 
explanations of the NICE (2004) guidelines for eating disorders to clarify the way in 
which NICE selects its evidence base and the nature of the CBT interventions that it 
recommends.
NICE (2004): GUIDELINES FOR EATING DISORDERS
The NICE (2004) guidelines for eating disorders are applicable to people aged eight 
years and over with AN, BN or related conditions, and are designed to provide a 
single authoritative piece of advice for health professionals (Rawlins, 1999). Each 
recommendation has been assigned a rating that ranges from level A (indicating at 
least one randomised controlled trial (RCT)) to level C (reflecting expert opinion in 
the absence of empirical data). The main psychological recommendations for eating 
disorders were as follows:
1. For individuals with AN, Cognitive Analytic Therapy, CBT, interpersonal 
psychotherapy (IPT), focal psychodynamic therapy and family interventions 
all received level C recommendations.
2. Family interventions for adolescents with AN, received a level B 
recommendation.
3. For individuals with BN and BED, self help programmes and IPT (which 
focuses on the client’s interpersonal relationships) received level B ratings.
4. Level A recommendations were given to CBT for individuals with BN (CBT- 
BN) and for individuals with BED (CBT-BED).
As CBT has been highly recommended by NICE (2004), I will now outline the nature 
of this intervention for BN and BED.
CBT-BN and CBT-BED
CBT-BN and CBT-BED were manualised by Fairbum et al. (1993). The treatment 
consists of three-stages designed to address the cognitive and behavioural aspects of 
the client’s eating disorder. Stage one (sessions 1-8) focuses on socialising the client 
to the cognitive model and introducing them to a stable pattern of regular eating.
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Stage two (sessions 9-16) is concerned with the elimination of dieting where cognitive 
procedures, focussed on the client’s thoughts, beliefs and values, are extensively used. 
Stage three (session 17-19) is to designed to ensure that progress is maintained. NICE 
recommend that the course of treatment should be for a period of four to five months.
PRACTICAL CONSTRAINTS INVOLVED IN IMPLEMENTATION
Despite the fact that NICE (2004) guidelines have been well circulated amongst 
mental health professionals, many authors have argued that there is a large gap 
between the publication of guidelines and any real implementation in practice (e.g. 
Eisler, 2005). There is also research to suggest that, even when practitioners are 
aware of the evidence-base, logistical reasons often mean that it is not applied 
(Freeman & Sweeney, 2001). The social complexity and practical difficulties of 
implementing guidelines can create a real dilemma for clinicians when they are trying 
to ensure that their clients will benefit fi-om guideline publication (Tyrer, 2005). For 
clinical psychologists I believe difficulties will be encountered when NICE criteria do 
not fit with their existing training and ways of working. I will also consider the cost/ 
resource issues that are raised by the publication of NICE guidelines when CBT is 
recommended as the treatment of choice.
Training issues and current ways of working
It is acknowledged that NHS therapists are likely to formulate and work with a 
person’s difficulties by drawing on more than one theoretical framework (Department 
of Health, 2001). My training as a clinical psychologist, so far, has certainly involved 
learning about a number of different therapeutic approaches. Even if psychologists 
choose to work primarily within a CBT framework, I feel that this way of working 
enables them to apply CBT in a more holistic way, helping to soften the criticism that 
CBT is too prescriptive (Maj, 2003). Whilst I have received a lot of CBT teaching so 
far, none of this has been specifically in the use of manual-based treatments such as 
CBT-BN or CBT-BED, which research has shown is also the case for qualified 
psychologists (Pederson-Mussell et a l, 2000). I therefore believe a key dilemma for 
psychologists is that the NICE recommendation of applying one theoretical
Professional issues
27
framework does not seem to fit with the training most psychologists have received, 
where therapy is individually tailored to the needs of the client.
Wilson (2005) argues that an eclectic combination of CBT with other forms of 
psychotherapy can undermine treatment. However, there has been very little research 
into the use of two or more approaches. Furthermore, the studies that have been 
conducted are not heavily valued by NICE, as they do not conform to RCT 
methodology. However, there have been some promising results that suggest that 
combining approaches could be effective. Nevonen et a l (1999) found that 
combining CBT and IPT was effective in reducing bulimic symptoms and there were 
no drop-outs from treatment, suggesting that this integrated approach makes sense to 
clients and has more in common with the way that clinicians actually practice. A 
further paper used a case-formulation approach to highlight the benefits of integrated 
CBT and IPT (Hendricks & Thompson, 2005). Again this supports the idea that 
adjusting the focus of treatment according to the clients’ needs can be effective.
The dilemma for clinicians is that treatment approaches which are common in their 
practice are not so common in the research. They are therefore not advocated by 
NICE guidelines. Instead the recommendations that have been made would involve 
clinicians radically changing their practice to a more prescriptive and narrow 
approach. To address this dilemma, I believe psychologists should be advocating 
research that looks at combined approaches, so that these can be more rigorously 
evaluated.
Cost/ resource issues
Although NICE guidelines take into account the cost-effectiveness of different 
treatment approaches, their publication was not accompanied by any extra government 
funding at a local level. I saw the effects of this during my adult mental health 
placement when I conducted an audit to find out whether recommended approaches 
for schizophrenia (NICE, 2002) were being implemented by a local community 
mental health team. When presenting my findings to the team I found it very difficult 
to generate recommendations that didn’t involve extra funding or training. Instead it 
turned into a team exercise of how we could best stretch the limited resources to ‘tick-
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off more government recommendations. The strategies we came up with frequently 
involved treatments being delivered through consultancy, training and supervision 
(Eisler, 2005) or through CBT group-work, which has not been rigorously evaluated 
for eating disorders (Chen er fl/., 2003).
The particular service I audited carried a case-load of 300 people at any one time and, 
like many other teams, had only one psychologist to offer psychotherapeutic 
interventions. It is not surprising then, given that therapists are such a scarce resource, 
that most clients do not get evidence-based treatment (Wilson, 2005). This creates a 
dilemma for the psychology profession as a whole when there is increased pressure 
from services to be offering CBT to everyone with a diagnosis of schizophrenia 
(NICE, 2002); depression (NICE, 2004); panic and generalised anxiety disorder 
(NICE, 2004) and eating disorders (NICE, 2004). Furthermore, clinical psychologists 
are more expensive than other therapists who are trained purely in CBT.
Psychologists may find it increasingly difficult to continue justifying their salaries, 
particularly as their training, which encompasses a range of therapeutic approaches 
will no longer be highly valued. If I held the budget for a local service and was under 
pressure to implement NICE guidelines, then I may well employ a CBT therapist over 
a clinical psychologist. This may mean that therapeutic input which is individually 
tailored through the use of a number of different models may become lost in the NHS
THE LIMITS OF CBT
Whilst CBT is considered to be the treatment of choice, even the most avid supporter 
would acknowledge that it has limitations. The ethical dilemmas this presents for 
clinicians is what happens when it does not work? Does sticking to the manual make 
the approach too rigid or narrow for the average client? How do you deal with 
ambivalence, particularly when considering homework tasks?
It does not always work!
Whilst RCTs have shown CBT to be an effective treatment it is by no means a perfect 
treatment. At best only half of participants in research trials have made full and 
lasting improvements, suggesting that the treatment procedures are not potent enough
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(Fairbum, et al, 2003). Furthermore, little is known about the maintenance of these 
gains, as research has tended only to look at acute outcome (Grillo et al, 2005). One 
of the few studies that looked at long-term outcome for binge eating disorder (BED) 
found that only one third of participants were binge-free one year after treatment 
(Agras, 1997). In addition to this problem, CBT has not been so well developed for 
AN and other EDNOS. Seeing as EDNOS, alone, are thought to make up 40% of 
clients assessed and taken on for treatment (NICE, 2004), this obviously creates a 
dilemma for clinicians who have limited evidence about what is effective for these 
clients.
The fact that at best, only one-in-two clients will show short-term gains, and only one- 
in-three will show long-term gains, presents huge ethical implications for clinicians. 
What do you do when CBT fails? Label the client ‘treatment resistant,’ discharge and 
try your luck with the next case? And what happens a year later when the treatment 
gains are not sustained and the client is re-referred to your service? Unfortunately 
second-line treatments have not been adequately addressed by NICE guidelines. To 
reduce this dilemma for clinicians, researchers need to be developing long-term 
outcome studies and begin focussing on other intervention options should CBT fail.
A rigid approach
Another major limitation is that manualised CBT (the only form that has been 
rigorously evaluated) is fairly prescriptive and rigid. In my work I have encountered 
difficulties when I have applied CBT too rigidly. For example, I was referred one 
client who thought that therapy would be about exploring her past. She therefore 
found it difficult to adapt to an approach that focussed on the ‘here and now’ and we 
spent several sessions addressing this issue. I felt that this benefited the client and 
research has found that some adaptations to manualised CBT can make the treatment 
more effective (e.g. Eldredge et a l, 1996). Furthermore, it is often the case that 
adaptations are clearly necessary, for example, if the client has poor literacy, a 
learning disability or an acquired cognitive impairment. However, deviating from the 
manual is largely discouraged in the literature, as CBT in research trials is always 
administered in a standardised way (Fairbum, et al, 1993). The dilemma this presents 
is should we as clinicians be sticking rigidly to the manual regardless of the needs of
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the client? Or should we adapt the manual and risk not practicing in a pure evidence- 
based way?
A narrow approach
In 2002, the authors of the original CBT manual commented that their original therapy 
was narrowly focussed (Fairbum et a l , 2003). In their transdiagnostic model they 
highlighted the difficulties of categorising individuals by arguing that most people 
with AN, BN or EDNOS share similar psychopathology and move between these 
states over time. They also recognised the complexity of these difficulties and argued 
for an added stage into manualised CBT. This stage was specifically designed to 
address the additional, cognitive mechanisms that the authors believe may serve to 
maintain an eating disorder, e.g. low self-esteem and interpersonal difficulties.
Despite this wider focus, now advocated by Fairbum and colleagues, the NICE (2004) 
guidelines continue to recommend the original treatment manual. The wide focus has 
also mostly been ignored in the research. For example, all studies examining BN have 
largely demonstrated improvements by a decrease in purging and binge eating. Far 
fewer studies have looked at issues, such as self-esteem or non-purging compensatory 
behaviours, such as excessive exercise (Anderson & Maloney, 2001). This presents 
dilemmas for clinicians who are left with gaps in their knowledge about how CBT 
affects these wider concems.
Difficulties of homework setting.
The manual for BN and BED, like all forms of CBT highlights the importance of 
homework setting. I appreciate that homework-setting can help clients to apply ideas 
outside of sessions. However, in my experience I have also found that it can increase 
the power imbÿance between therapist and client, and one client has even said to me, 
“It feels like school” when the issue of homework was discussed. Homework tasks 
for CBT are also extremely challenging. CBT-BN for example, involves clients 
implementing a pattern of regular eating, not followed by vomiting or any other 
compensatory behaviour. The manual specifies that this challenge should be 
completed between sessions three to eight, before any cognitive restructuring takes 
place. Asking a client to act directly against their beliefs and values in this way
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creates enormous anxiety for me as a therapist, let alone the anxieties that this must 
evoke in clients. I imagine that clients must need a great deal of motivation to face 
this challenge. This presents a dilemma for clinicians, particularly bearing in mind the 
recommendation from NICE that:
Healthcare professionals should acknowledge that many people with eating 
disorders are ambivalent about treatment. Health Care professionals should 
also recognise the consequent demands and challenges this presents (NICE, 
2004, pp.8)
On the one hand it appears NICE are suggesting that clinicians take into account 
ambivalence and adapt therapies to suit. Whilst on the other it appears to recommend 
asking ambivalent clients to confront the most anxiety provoking task after three 
sessions of therapy! This somewhat contradictory advice sees that decision making 
and dilemmas continue to rest with the clinician.
THE EVIDENCE BASE
Lyne et a l (2002) argue that many users of research are distanced from its appraisal, 
lack the confidence to review the evidence base and are therefore reliant on ‘expert’ 
reviews. However, when considering these reviews (e.g. the NICE guidelines), 
psychologists need to be mindful of the ‘research hierarchy’ (Coding & Edwards, 
2002), where the RCT is still considered to be the ‘gold standard’ form of evidence. 
This in itself creates a number of potential dilemmas, for example: Can research be 
generalised to clinical settings? Is the publication bias distorting our view of ‘what 
works’? What are the implications of psychotherapeutic work conforming to the ‘drug 
metaphor’?
Can research be generalised to clinical settings?
RCTs examine research efficacy rather than clinical effectiveness. In other words 
they establish the causal effects of treatment under controlled conditions rather than 
evaluating them in more diverse (and more typical) clinical settings (Wilson 2005).
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For example, a large number of exclusion criteria have been included in RCTs to date. 
In eating disorder research, potential participants are often excluded if they are at a 
severe risk of suicide, are currently abusing drugs/alcohol or if they have a current 
major psychiatric condition. In one study over one third of potential participants were 
excluded because they did not fit the criteria or complete the pre-treatment assessment 
(Eldredge et al, 1997).
There is also evidence to suggest that some ethnic groups are under-represented in 
clinical trials (Mason et al, 2003). This under-representation of diverse client groups 
also extends to the younger age-group. Whilst NICE (2004) guidelines are deemed 
appropriate for those over the age of eight, there are few papers that have addressed 
the unique dilemmas that arise for practitioners working with children and adolescents 
with eating disorders. Manley et al (2001) have proposed that ethical decision 
making processes for these individuals should be based on narrative approaches and 
they have highlighted the importance of the therapeutic alliance. A final diversity 
issue is that the CBT manual is designed primarily for women (Fairbum et al, 1993/ 
Although, it is acknowledged that eating disorders are more prevalent in women, 
several studies have found no significant gender differences when comparing women 
and men on rates of BED (Striegel-Moore & Franko, 2003).
It is therefore questionable whether the research can really be applied to the clinical 
setting, since ‘screened’ research participants may respond very differently to CBT 
than clients that are seen in practice. Proponents of the RCT have argued that most 
practitioners do not predominantly see clients with eating disorders who are dmg or 
alcohol dependent, suicidal or psychotic (Wilson, 1998). However, in my experience 
of working in secondary mental health services, neither do they only see clients with a 
‘pure’ diagnosis. In fact, those with complex issues who are considered to be a high 
suicide risk have often been prioritised in the services in which I have worked, and are 
often the clients that are given highest priority for referral to psychology. The NICE 
(2004) guidelines themselves also acknowledge the severity of cases in clinical 
settings in the following recommendation for AN, “Health care professionals... should 
be aware of the increased risk of self harm and suicide, particularly at times of 
transition between services,” (p. 15).
Professional issues
33
The dilemma of generalisability may be reduced if practitioners can be more confident 
that the research can be applied. Wilson (1998) argues that CBT researchers are 
beginning to include participants with psychiatric comorbidity and histories of failed 
therapies. For example, Gorin et al. (2003) included participants who were receiving 
treatment for depression. Although the authors discussed this as a limitation due to 
the inflated drop out rates, they also highlighted the increased generalisablity of their 
findings.
Publication biases
The way in which research is selected for publication has often been cited as a 
challenge to the unbiased development of science. Many journals want novel results 
which often mean that systematic replications are undervalued and there is a 
reluctance to publish non-significant results (Davison & Nevin, 2005). Comments on 
the scientific bias have also been extended to the practice of researchers. For 
example, Joseph and Baldwin (2000) argue that researchers may change their 
methods, definitions and reporting of results, so that they conform to their own 
hypotheses and vested interests.
Being asked to apply potentially biased research obviously poses a dilemma for 
clinicians. For this to be resolved, authors suggest that more systematic replications 
should be conducted (Davison & Nevin, 2005) and both positive and negative results 
should add to the body of scientific knowledge. Joseph & Baldwin (2000) also 
suggest that research can exist with bias, as long as this is acknowledged. 
Unfortunately, whilst NICE (2004) guidelines do highlight the gaps in the evidence 
base, they do not draw attention to the potential biases that exist in the literature.
The drug metaphor
The RCT is largely a medically-driven approach. Treatments are administered on the 
basis of diagnosis and the aim is to find symptom change (Hinshelwood, 2002). In the 
race for government accolades, psychotherapeutic practitioners have had to conform 
to this ‘drug metaphor’ by applying the RCT to their work (Holmes 2002). This poses 
a dilemma for me as in my experience I have found psychological formulation to be 
far more valuable than a diagnosis and list of ‘symptoms.’ I also feel that a key part
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of psychologists’ work should be about understanding and communicating to other 
professionals the idiosyncratic nature of a client’s distress by deconstructing medical 
labels. It therefore seems quite ironic to me that the medical model is used as the 
main technique employed to evaluate psychological interventions. Conforming to the 
drug metaphor may also mean that NICE-recommended treatments differ from the 
way in which the approach is used in practice. For example, the family intervention 
recommended by NICE (2004) for adolescents with AN, refers to a manualised form 
which is fundamentally different from traditional family therapy (Wilson, 2005).
Not all psychological approaches have conformed to predominantly evaluating their 
work through the RCT. This brings me onto another dilemma which is that whilst 
CBT fits the drug metaphor model quite well, other psychological interventions do 
not. Relational psychotherapy for example is based on the intimate relationship 
between two people and the way in which it changes. Whilst this therapeutic alliance 
is an established predictor of therapeutic outcome, alliance research in eating disorders 
has been scant (Constantino, 2005). In fact there is no real method for assessing 
relationship change that is comparable to symptom change (Holmes, 2002). This has 
often meant that relational approaches have been termed ‘unproven’ (e.g. Tarrier,
2002) and as a result they are losing out on government recommendations. This 
carries vast implications as we may end up in the situation where CBT becomes the 
quick fix, ‘one size fits all’ therapy regardless of patient choice and the clinical 
evidence that supports other models (Neighbour, 2002).
This dilemma clearly needs to be addressed and psychologists need to be involved in 
communicating that a wide range of psychological therapies are still needed within the 
NHS if we want to meet the variety of human experiences (Holmes, 2002). I also feel 
that we need to be promoting alternative, non-reductionist research methodologies, so 
that government issued guidelines can value these alongside the RCT.
LOSS OF ‘THE PERSON’
When reading the NICE (2004) guidelines I was struck by the way in which the 
complex nature of mental distress had been whittled down into a series of 
recommendations. The lack of individuality is highlighted by the fact that reductionist
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research trials have been given higher value than those that have tried to capture a 
sense of the person. Barker and Buchanan-Barker (2003) argue that, by neglecting the 
personal, social and cultural complexity of human distress, the guidelines have 
potential to do harm. I believe that this harm extends to both clients and 
professionals. Most clients I have met just want a chance to tell their story and to be 
listened to by somebody who considers them as a human being rather than as a 
‘condition’ or an ‘illness’. This can be illustrated by what my clients have said when I 
have asked them what has been most helpful about therapy. Almost all of them have 
highlighted that having someone to talk to is most helpful, whereas CBT strategies 
only seem to be mentioned after I have prompted the client to think about specific 
techniques. It appears that NICE seems to have largely ignored this human element, 
in favour of, “trying to fit the square peg of the evidence into the round hole of the 
patient’s life” (Freeman and Sweeney, 2001, p. 1100). I believe that this loss of the 
person presents a real ethical dilemma to professionals; particularly for those who 
chose to work in mental health because they care about people rather than the labels 
they are given.
The use of self-help material has been strongly advocated by NICE, which to some 
extent I agree with. I feel that self-help material can help to empower the client, 
acknowledges their expertise about their own distress and helps them to realise their 
own change that is meaningful to them. However, I was disturbed to read in the 
literature that computer-administered self-help interventions for BN are now being 
developed (e.g. Bara-Carril et al, 2004). Although the authors claim that this 
intervention represents an, “Individually tailored delivery of care” (p.539), to me it 
just further demonstrates the lack of value given to the unique and personal 
relationships that develop through therapy as well as devaluing the skills, training and 
experience of therapists. Is this the start of an NHS where computers are considered 
to deliver better care than people?
A further problem with such depersonalised guidelines is that the evidence base takes 
priority over client choice. Although NICE (2004) specify that “patient choice should 
be taken into account in deciding which psychological treatment to offer,” (p. 10) 
treatment preferences have received little attention in the literature (Brody et al.
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2005). Furthermore, in NICE’S summary section entitled: Key priorities for 
implementation, there is no mention of patient choice. This is rather worrying, given 
that this is probably the section that most professionals actually read!
There is also the issue that NICE softens many of its more client-focussed 
recommendations with provisos and preambles (Whitty and Gilbody, 2005). For 
example:
Interpersonal psychotherapy should be considered as an alternative to CBT, 
but patients should be informed that it takes 8-12 months to achieve results 
comparable with cognitive behaviour therapy (NICE, 2004, pp. 17).
Conversely, similar discussions about the risks and difficulties of CBT do not feature 
in NICE’S recommendations. This feels to me like NICE are encouraging 
professionals to effectively limit the client’s options whilst seemingly inviting the 
client to make the choice (Freeman & Sweeney, 2001). This use of language says a 
lot about how much NICE really values ‘patient choice.’
This attitude towards choice also seems to extend to the value given to the client as 
experts of their own distress. NICE’S guideline development group (GDG) consists of 
eight medical professionals, two consultant clinical psychologists, one family 
therapist, one nurse and only one patient representative! This presents a dilemma for 
those professionals who highly value user opinion to inform the work that they do. 
Fortunately, these professionals are growing in number in the NHS, but I think that the 
lack of user involvement in NICE guideline development continues to represent the 
rather tokenistic approach to involvement at the political level (Barker and Buchanan- 
Barker, 2003).
CONCLUSION
Throughout this discussion I have drawn from the literature and my own experiences 
to consider a number of ethical dilemmas that may confront mental health 
professionals and psychologists in particular, when considering NICE (2004)
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guidelines for eating disorders. I have highlighted both the practical and more 
philosophical dilemmas that arise from these guidelines, which state that the treatment 
of choice is CBT.
In summary, the practical dilemmas I explored included training and cost/resource 
issues. The nature of psychologists’ training often means that they practice in a way 
that draws on a number of different therapeutic approaches. Very few have actually 
been trained in the administration of CBT-BN and CBT-BED. There is also the issue 
that psychologists are more costly than a practitioner trained purely in CBT, which 
presents a dilemma for the profession and increasingly, psychologists may be required 
to deliver treatments through training, consultancy and group-work. The limitations 
of CBT were also discussed. This included the dilemma professionals may face when 
CBT does not work and the difficulties of setting homework tasks, particularly for 
clients who are ambivalent about change. The nature of the evidence base, from 
which NICE makes its recommendations, was also critiqued to include the lack of 
generalisability from RCTs to real clinical practice; the potentially distorted view of 
research due to the publication bias and the difficult of applying the ‘drug metaphor’ 
to psychotherapeutic approaches. Finally, I reflected on the loss of the person where 
client choice and user involvement are perhaps viewed as subordinate compared to the 
RCT.
This discussion has largely taken a critical stance towards the publication of the NICE 
(2004) guidelines. However, I feel that it is important not to taken an overly critical 
perspective where it can become too easy for professionals to dismiss the guidelines, 
because they present too many practical and ethical dilemmas. I have therefore tried 
to make suggestions throughout the discussion about the things I feel psychologists 
should be advocating, which may help to reduce some of these ethical concems.
Many of these suggestions involve further research. For example research trials that 
focus on: combined approaches; deliverance of treatment through group-work, 
consultancy and training; and secondary treatment options should CBT fail. I have 
also suggested that these trials include a more diverse range of participants with less 
exclusion criteria, so that they can be better generalised to the clinical setting. Most 
importantly, I have suggested that a broader perspective should be taken towards the
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evidence base, so that richer, non-reductionist approaches are valued alongside the 
RCT. I feel that this will help us to listen to the often unheard voices of clients who 
are the recipients of these treatments. I also believe it will help us to better understand 
and appreciate the approaches that do not conform so well to the ‘drug metaphor’.
Finally, when considering the NICE (2004) guidelines, I think it is important to 
remain hopeful about the steps that are being taken to improve patient care. Although 
the guidance is far from perfect, it nevertheless strongly advocates a 
psychotherapeutic approach to these complex difficulties, which I feel is something 
that psychological practitioners and researchers should value.
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INTRODUCTION
The title of the problem based learning (PEL) exercise was, ‘The relationship to 
change.’ I and a group of four others produced a presentation that applied Prochaska 
and Diclemente’s (1992) Stages of Change model to transitions in our own lives and 
the lives of our future clients. The model proposes that people change by going 
through a series of stages: precontemplation, contemplation, preparation, action, 
maintenance and relapse. There are also a number of processes that facilitate people’s 
move from one stage to another, e.g. helping relationships.
To demonstrate the model we described how our own learning styles have changed as 
we are now expected to take a more active part in our learning. We also presented a 
client, Mrs B, who one of the group members had worked with in a pain-management 
team. We formulated the way in which Mrs B’s attitude towards her pain had 
changed from thinking that her pain was a medical problem that could only be cured 
by Doctors, to her using strategies to help control the pain herself. We also reflected 
on the similarities and differences between our own and Mrs B’s changes.
In this account I will describe what I learnt from approaching the PEL exercise in this 
way and how this has influenced me on placement. I will also describe placement 
experiences that have enabled me to re-evaluate the exercise and think about aspects 
of the presentation that I would do differently iff  were given the same exercise again. 
The first section of this account will describe this through exploration of the group 
processes while the second section will focus on the content of the presentation.
GROUP PROCESSES
Our group approached the PEL exercise in a very task-focussed way. The first time 
we met we agreed that each person would research one theory that accounted for 
change. I personally felt a great sense of relief once these tasks had been allocated 
because it felt like we had made progress. This is something which I believe was 
shared by the rest of the group and something that seemed to set a format for 
subsequent meetings.
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One of the factors that may have led our group to work in this way was the level of 
anxiety we shared in relation to the exercise. PEL was introduced to us on our second 
day of training, a time which was already anxiety-provoking. Knowing we had to 
present to our peers, course tutors and clinical supervisors in six weeks time made it 
difficult not to feel pressured to get focussed as quickly as possible. Although, this 
way of working served to reduce our anxiety and got the task done, I think this 
approach did work against the amount of time we spent reflecting on the group 
processes and on the task.
The idea of having a task to achieve within a certain time has similarities with my 
clinical work on placement. The main model I am using is cognitive behaviour 
therapy (CBT) (Beck, 1976) that is goal-oriented and time-limited. This coupled with 
expectations from other professionals, from clients and from myself can lead to me 
feeling pressured in trying to help clients to achieve their goals in a short time. From 
PEL I know this pressure can lead to me being quite task-focussed which means that I 
devalue the importance of stopping, listening and reflecting on what my client has 
said. For example, in supervision I have found myself describing that a session hasn’t 
gone well because I haven’t stuck to the session plan. I have also apologised to one of 
my clients for not being focussed enough in a session to which she replied, “but you 
listened.” This emphasises the point to me that, whilst therapeutic work should be 
focussed and grounded in theory, sometimes it may be necessary to put the CBT 
manual down and remind myself of the importance of the therapeutic relationship 
(Rogers, 1957 in Strupp, 1973) and reflective practice.
The importance of the therapeutic relationship leads me on to another point about the 
way in which 1 feel my PEL group worked together. The group was very supportive 
and respectful of our different backgrounds and experiences. 1 felt that 1 leamt a lot 
from the others in the group and felt that 1 was valued and contributed to others’ 
learning. This collaborative way of working highlights that none of us our ‘experts’ 
and similarly on placement 1 rely on my clients for knowledge and vice-versa. 
Working in this way also highlights to me the importance of respecting diversity and 
valuing people’s different strengths, abilities and ways of working. This is
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particularly useful to remind myself of when I’m working within a multi-disciplinary 
team (MDT) where people may have different ways of approaching a problem.
Despite the collaborative working within our group it is interesting to note that this 
didn’t seem to occur between the different PEL groups. One suggestion that could 
explain this is social categorization theory, where we tend to view those in our groups 
(in-group) as ‘us’ and those in other groups (out-groups) as ‘them’ (Baron and Byrne, 
1997). This has made me think about implications for team-working and client work. 
It is important that I am aware, when working in an MDT, that I may view my own 
profession as the ‘in-group.’ This may lead me not take the views of other 
professionals as seriously as my own and may even lead me not to share my own 
views with others. In therapeutic work it could be easy for me, as a professional, to 
see myself as fundamentally different from my clients (Harper et al., 2003). This kind 
of attitude may serve to maintain the power-imbalance that many of my clients have 
expressed they feel between mental health professionals and themselves. Listening to 
my clients’ views about the treatment they would like to receive is one way of helping 
to reduce this power differential. Another way, as May (2001) suggests, is to ensure 
that I think about times when I have been emotionally distressed and value these 
experiences as much as I do knowledge of theory.
THE PRESENTATION
Having a good knowledge of the stages of change model and the processes of change 
that facilitate people’s move from one stage to another has helped me to think about 
some of the reasons why my clients might find it difficult to change. For example, 
one client I have had contact with on placement had anxiety difficulties and found it 
difficult to leave the house. Knowledge of the process of ‘helping relationships’ 
made me curious about her relationship with her husband that seemed to be one of the 
factors preventing this client’s move from ‘preparation’ to ‘action.’ Exploring this 
with the client enabled her to talk about how her husband quite liked the fact that she 
stayed at home most of the time. As my contact with this client was an informal 
discussion, after a primary care stress-management course that I co-facilitated, I was
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able to flag up that couple-work would be a useful next step for this lady and her 
family.
Although the content of our presentation has helped me to think about some of the 
reasons why change might be difficult in some circumstances, one way in which I’d 
approach the task differently is to think more about the effect that slow-change or no­
change may have on therapist and client. Through my experiences on placement, I 
have seen that psychologists are often under pressure to be the agent of change and I 
can relate to Goodwin’s (2001) paper where she describes that psychologists are often 
referred the so-called ‘hopeless-cases’ where everything else has been tried and failed.
I have one client who has been engaged in services for ten years and she has had nine 
years of psychotherapy. This information made me doubt my ability to help the client 
achieve the change she wanted, perhaps a reflection of what the client herself also felt. 
Slow-change with this client has led to me feeling frustrated, particularly when she 
has not completed homework tasks, which I believe will help her to maintain change. 
These frustrations have led to me being quite challenging with this client during 
sessions and I have found it difficult to be as empathie with her six-sessions on as I 
was in our first session. This is obviously going to have an effect on the client; 
particularly as empathy itself has been proposed as an essential agent for therapeutic 
change (Rogers, 1975).
One way in which the above client has managed some of her anxieties and feelings of 
helplessness about slow-change is through her use of humour. This has made me 
wonder whether sometimes we may use humour as a defence mechanism (e.g. Strupp, 
1973) and has made me question the role of humour in our presentation. We 
introduced music that mentioned ‘change’ as we presented each stage of the model 
and perhaps this buffered against our anxieties that the presentation would not be 
enjoyable. This raises questions about our desire to please others and to fit in, again 
an issue I need to be aware of in my clinical work. It is usually important to clients 
that they are liked and accepted by their therapist (and vice versa) and this raises 
ethical issues, e.g., some clients may chose to work on something because they think 
that’s what I’d like them to work on.
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The importance of the therapeutic relationship is something that I would emphasise 
more strongly if I was to do the presentation again. Although we applied the stages of 
change model to our clients and to ourselves, we did this as if we were separate and 
did not consider how client and therapist variables interact with each other. Through 
my experiences on placement and teaching on the course so far, I have become more 
aware of how my own beliefs, values and ways of working impact on the client.
These ‘therapist-variables’ are something that the stages of change model does not 
really consider and perhaps this is a possible weakness of the model that we could 
have included in our presentation.
As a group we were aware of other weaknesses of the stages of change model and 
although we included a critique in our presentation, it is interesting that we didn’t 
really discuss these weaknesses in the group. I think this was partly because we were 
afraid we might want to change the presentation and were concerned that we wouldn’t 
be able to complete it on time. Sticking to models despite their weaknesses raises 
ethical issues in my clinical work where I may try to fit clients into the model that I 
feel most competent working with, even when I am aware of the model’s short­
comings for that particular client.
CONCLUSION
Writing this account has allowed me to reflect on and link my PEL and placement 
experiences, drawing from each to inform the other. From re-evaluating the way my 
group worked I have learnt that, when under pressure to achieve a goal within a 
certain time-frame, I can become quite task-focussed. This can be to the detriment of 
reflective practice in both my academic and clinical work. Working with my group in 
such a collaborative way has emphasised the importance of collaboration in my 
clinical work. PEL has also made me aware of how easy it can be to adopt a ‘them 
and us’ attitude when we see others as the ‘out-group.’ The power imbalance this 
could create is something to be aware of in my practice.
The stages of change model has helped me to think about why my clients might find 
change difficult. My placement experiences have taught me how difficult it can be for
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client and therapist to manage slow-change or no-change and this would be something 
I would explore if I were to do the presentation again. I would also emphasise the 
importance of the therapeutic relationship and how client and therapist variables 
interact with each other during change.
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INTRODUCTION
For this problem based learning (PEL) exercise we were provided with an excerpt 
about the Stride family. Mr and Mrs Stride were both described as having a learning 
disability and their children had recently been placed in short-term foster care 
following concerns that they were at risk of emotional abuse and neglect from their 
parents. The task was to explore this scenario and to present our findings commenting 
on whose ‘problem’ we thought it was and why?
Since the presentation I have been working in a community team for people with 
learning disabilities enabling me to gain personal and professional experiences 
relevant to the Stride scenario. In light of these experiences this account will visit the 
following issues relevant to the way in which we approached the PEL exercise: Task- 
focussed versus process-focussed ways of working, adopting a critical stance, attitudes 
towards people with learning disabilities and the power of the narrative. I will draw 
on the link between these issues and those that have arisen through my placement 
experiences. I will also reflect on the group processes that I feel led us to focus on 
these particular issues and the way in which these have informed my practice.
TASK-FOCUSSED VERSUS PROCESS-FOCUSSED WAYS OF WORKING
At the start of the exercise our group reflected on the way in which we had worked 
together in the past. We all felt that we had become task-focussed in our previous 
PEL exercise by choosing a model to present by the second session and by sticking 
quite rigidly to this throughout the process. We all agreed that this time we would like 
to allocate more time to exploring the wider issues for the Stride family before 
deciding on the information we would like to present. We also wanted to give greater 
attention to the processes that we went through as a group and hoped that our 
presentation would reflect these as much as it did the theoretical knowledge we had 
gained.
Taking such a broad perspective did pose challenges for us as a group. In between 
sessions we had worked hard to explore a range of issues relevant to the Strides’ 
context, such as domestic violence, impoverished living conditions and limited
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appropriate input from services. We became very passionate about portraying these in 
our presentation but knew that we had to have some focus and structure so that we 
could get the issues across in a valuable and meaningful way. Striking this balance 
was the source of much frustration and I would often leave sessions feeling deflated 
and overwhelmed by the volume of information.
I have discovered since starting the course that my usual reaction, in these situations, 
is to switch to the method of working I am most familiar with which tends to be task- 
focussed and productive. Therefore, at times, I found it extremely difficult in our 
discussions not to start suggesting a particular presentation structure that would mean 
we at least had something to say on the day! However, I was mindful of our 
discussions and aware that this process in itself was a valuable learning experience. 
Instead of providing solutions, I felt supported enough by my group to make my 
fimstrations explicit and found some relief in knowing that other members of my 
group often felt the same.
Eventually, through group discussions and prioritisation of issues we found a structure 
which included using influences from sociological, political and systemic 
perspectives. We portrayed the Stride’s situation as a societal problem and presented 
an interview with ‘Joe Bloggs’ to examine the societal and public perceptions of this 
case. To highlight the power of the narrative we discussed the case with Jo Bloggs in 
two different ways; the first focussing on Mr and Mrs Stride’s disability and the 
second focussing on their ability to manage despite adversity. We then explored the 
themes that had emerged fi*om Jo Bloggs’ commentary to include poverty, societal 
attitudes towards people with learning disabilities and the issues that arise for services 
involved in child protection decisions. In the final part of the presentation we 
reflected on the group processes that we felt had been key in influencing the material 
we presented.
Looking back on the presentation now I still feel very positive about it and feel that 
we struck a good balance between task and process focussed ways of working; we had 
managed to find a focus whilst still thinking about and being influenced by the 
broader context.
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I feel this shift from task-focussed to more process-focussed ways of working 
reflected our growing confidence and transition as a group. We felt safe enough in 
our own abilities and with each other not to feel like we needed to cling to a model 
and find a solution straight away. I also feel that a change in facilitator helped us to 
explore the issues that we felt important. Our facilitator is not a member of the course 
team, is not involved in formally evaluating us and she joined our pre-formed group. 
This seemed to change the dynamic and as a group I felt we were more empowered to 
follow our own ideas.
I have thought about the importance of striking a good balance between task and 
process-focussed work in clinical settings. I think this is particularly applicable when 
working with people with learning disabilities who often have so many systems 
surrounding them. When exploring these systems on placement I have come to realise 
that, like the PEL exercise, I could have the potential to feel deflated and 
overwhelmed by the broad range of issues that surround each of my clients. In these 
instances I have found using a model valuable to help contain these feelings and 
prioritise the most important issues without neglecting the wider context. On my 
current placement I have felt able to do this from the support, guidance and 
containment that I have received from my supervisor. Given the way in which the 
group experienced our new facilitator, I am also more aware of the extent to which the 
supervisory relationship may enable me to balance task and process-focussed ways of 
working.
ADOPTING A CRITICAL STANCE
There are two members of my group whose experiences have led them to take quite a 
critical approach to the way in which services currently support people with mental 
health problems or learning disabilities. I feel that this perspective had quite an 
influence on the way in which our whole group approached the PEL task. During our 
discussions we became particularly focussed on the way in which we felt services had 
been unable to provide adequate support for the Strides and the way in which they had 
been set up to fail, a common experience for parents with learning disabilities (Booth 
& Booth, 2004).
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Thinking about services throughout the PEL exercise has been important for my work 
on placement. I feel that I have been more aware of the way in which services can 
actually lead people to be placed under higher levels of scrutiny than people who are 
not so heavily involved with services. I have particularly thought about this in 
relation to people’s capacity to consent to a sexual relationship. Although I can see 
the value of an assessment to help protect vulnerable people (Famstone & Andrews, 
2005) my PEL experience has led me to think about the way in which people with a 
learning disability often have to ‘prove’ their decision whilst others, like myself, are 
free to make decisions without such a level of scrutiny'
Listening to the critical perspectives from others in my group has also helped me 
develop in my clinical and academic work, more generally, as before I joined the 
course I rarely questioned or challenged the nature of services. I have also been able 
to see the effects that critical practice can have in my learning disability placement. 
For example, it has advanced thinking to the point where rights, inclusion, choice and 
independence are now advocated by the government for people with learning 
disabilities (Valuing People, 2001). Despite these steps forward, I have not seen these 
issues prioritised in learning disability services and I have leamt how difficult it can 
be to hold a critical perspective when it feels like you are constantly fighting against 
the reality of the system. During the PEL task we struggled with thinking about the 
reality of services and the way in which we might approach the Stride scenario if  it 
were a ‘real’ case. If we were to go through the process again I would advocate for 
portraying these struggles in our presentation, but also for trying to come up with 
some solutions as I feel I am often required to do this on placement. I am also 
continuing to develop, and at time struggle with, the way in which I might position 
myself within services.
ATTITUDES TOWARDS PEOPLE WITH LEARNING DISABILITIES
In our presentation we reflected on the attitudes that society hold towards people with 
learning disabilities. This and my placement experiences have also led me to reflect 
on my own attitudes towards people with learning disabilities. Before my placement 
began I thought that I would not enjoy the work envisaging that it would be very slow
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and frustrating. However, these attitudes have been challenged since starting the 
placement. I have found the work extremely rewarding and would now consider 
specialising in learning disabilities when I qualify.
In my PEL group we reflected on some of the differences between us and the Stride 
family and thought about our own attitudes towards parenting. We are all female, 
white British, early to mid 20s, educated to degree level and none of us are parents. 
Clearly there are major differences between us and the Strides and I wonder how these 
may have impacted on our presentation and the attitudes we held about the Strides 
ability to parent. For example, the differences may have led us to feel quite removed 
from the situation making it easy for us to imagine that we would never be placed in a 
situation, in the future, where our own parenting skills may be challenged. I would 
have liked to have made this more explicit within our presentation.
THE POWER OF THE NARRATIVE
When reading the excerpt provided for the PEL task there was a strong sense in our 
group that it gave quite a negative portrayal of the Strides. We, therefore, re-wrote the 
excerpt focussing on the ability rather than disability of Mr and Mrs Stride. This has 
made me think about the influence that the written narrative can have on the way I 
think about cases in my clinical work. Many of my current clients do not have access 
to the written word, yet have files of information written about them. Strategies such 
as the Person Centred Plan (PCP) have been introduced by Valuing People (2001) as a 
way in which to empower people with learning disabilities. However, in my 
experience so far I have found that many PCPs are not done in true collaboration with 
the service user. For example, I have seen words such as ‘stubborn’ and ‘demanding’ 
used in PCPs which just seems to be another powerful outlet for professionals to get 
their views across. I have thought about how my role as a psychologist should include 
challenging the ethics of this whilst also considering the power of the narrative when 
writing my own reports.
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CONCLUSION
Throughout this account I have thought about the Stride’s situation very much from 
the perspective of Mr and Mrs Stride. This is due to the way in which we tackled the 
exercise and the placement I am on. I therefore acknowledge that the position I come 
from can be very influential in my decision-making. It will be interesting for me to 
see how my perspectives may differ, if at all, when I begin my child placement. I 
hope that this exercise will help me to take a family-centred rather than solely a child- 
centred perspective on my next placement and in my future career.
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INTRODUCTION
In this problem based learning (PEL) exercise we were presented with a description of 
the Khan family. Mr Khan migrated from Pakistan when he was in his mid 30s and 
his two daughters, Shazia and Maya, were both bom and educated in the UK. Shazia 
had an arranged marriage and lives in Pakistan whilst Maya married a European and 
was described as having been disowned by the family. Mrs Khan, who spoke only 
Urdu, had died nine months earlier, since which time Mr Khan had stopped attending 
the local mosque though, it was reported, he continues to pray at home. According to 
Maya, Mr Kahn had been experiencing short tem memory problems and his physical 
health was deteriorating. Maya was requesting assistance from social services and 
was also asking her older sister to help sort out a solution for their father’s care. With 
the aid of various prompt questions, our task was to explore this scenario and to 
develop a presentation for our colleagues.
I will begin this account by describing the way in which our group approached the 
task and will highlight the process issues that were involved in helping us to develop 
our final presentation. I have a real sense that our presentation style, and the process 
by which we reached it reflects our views as a group and our preferred ways of 
working that we have constmcted over the two years we have worked together. I will 
also, therefore, highlight the way in which, with assistance from my group, I have 
developed my sense of how I would like to work and position myself within the NHS 
and will think about how the PEL task reflects and furthers this development.
TEA AND CAKE
Given the pressures of being in our final year of training we decided to set aside one 
day to meet together and thrash out ideas with plenty of cups of tea and cakes to fuel 
our discussions! This way of working in itself is interesting as previously we had 
always worked on PEL tasks during group sessions that were facilitated by a course 
team member or regional clinical psychologist. I think this reflects our growing 
confidence, as a group, to tmst our own ideas and opinions. It also reflects our
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facilitator’s style of helping us to think, to develop our own opinions and to have 
confidence in them.
In the past we had also adopted a particular format in order to develop our 
presentation that usually involved: brainstorming things that sprung to mind about the 
task, researching those areas independently, bringing our findings back to the group 
and putting them together in a presentation format. However, we approached this task 
differently and, instead, started to ask ourselves questions. We are five white, British 
girls in our mid to late 20s, what did we know about migration or, indeed any of the 
other issues that faced the Khan family? We turned to some book chapters and 
journal articles in the hope of some inspiration, but felt dissatisfied with them. How 
could such general literature, albeit relevant to issues of illness in families and the 
impact of migration and diversity, really capture the unique and lived experience of 
the Khan family? We wondered about talking to local communities who may have 
experienced similar things but how would we select who to talk to and whose 
accounts would we privilege?
Through this process of questioning we started to have conversations about things 
within the scenario that had resonated with us; things that we thought might influence 
the way in which we would work with the Khan family if we were asked to see them 
on placement. I shared stories of my experience of having a Nana diagnosed with 
Alzheimer’s disease and the impact that this had, had on my family, particularly for 
my mum who has been involved in helping my Nana to stay in her own home for 
some years. Another in my group spoke of her experiences of growing up in the 
North-West of England. She described that, for some people, moving from the estate 
they grew up in may bring up similar issues as those experienced by families who 
have migrated from another country. We began to think around the theme of 
‘Tensions and Loyalties’ that we felt captured some of the commonalities in our own 
experiences, and that of the Khans.
Through these conversations we began to realise that our own personal experiences 
were just as valid a source of information as reading about issues that related to the 
scenario in a book and we wanted our presentation to reflect this. We each identified
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someone in our personal networks who we thought of when we read the scenario. We 
decided that we would interview each of these people about their experiences which 
we would then edit and put together onto a DVD to form our final presentation. We 
hoped this would highlight the importance we, as a group, attach to valuing people’s 
accounts of their experiences alongside any theoretical knowledge we might posses. 
We also hoped it would make transparent the personal experiences which we felt had 
shaped our views about this scenario.
At the end of the process our DVD was made up of five interviews. The first person 
spoke of her experiences of having a mother with depression who was considered to 
be the “outcast” of her family; the second spoke of his migration from India and what 
it has been like to raise his daughters in Britain; the third spoke of her experiences of 
having a brother who had married into a Muslim family; the fourth spoke of her 
Buddhist faith in the context of being brought up in a Jewish family and the final 
person, my mum, spoke of her experiences of caring for her own mother who has been 
diagnosed with Alzheimer’s disease.
“STICKING YOUR HEAD ABOVE THE PARAPET”
We titled our DVD ‘Tensions and Loyalties,’ the theme we had identified. This is an 
interesting theme as it captures many of the conversations we have had about where to 
position ourselves as psychologists in an increasingly changing yet still medically- 
dominated mental health service. I see myself as having loyalties to the NHS for 
funding my training. I also have loyalty to the general public who are taxed to pay my 
salary and who, I believe, should have access to free support if they experience mental 
distress. However, there are also tensions from working in the NHS; times when I 
feel I have been positioned by the organisation in a way that has prevented me from 
being completely loyal to my own ideals and to my clients. The way in which we 
manage these tensions and loyalties have been regularly discussed, within our group, 
throughout our time together. We have thought about how we can work so that we are 
being loyal to our own ideals and loyal to our clients, whilst minimising and learning 
to tolerate the tensions this might create with our colleagues or the organisation. Our 
facilitator has described this as “knowing when to stick your head above the parapet.”
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I feel that our PEL presentation in some way represents the notion of sticking our 
heads above the parapet. Although the course-team have never dictated the format in 
which PEL tasks should be presented within our year group a culture seems to have 
developed around the way PEL is approached. The norm that has developed has been 
to collect literature, assimilate it and present it in ways that have differed in their 
creativity. However, no group in our year had ever done a presentation that had no 
academic references, nobody had interviewed people who might be seen to have 
experience relating to the scenario, and nobody had ever put on a DVD rather than 
standing up at the front speaking about the material. I am not trying to imply that our 
style of presenting, on this occasion, is any better or any worse than the way other 
groups chose to present but, rather, wanted to get across that, in presenting what we 
did, we actually took a bit of a risk. We did not know how people would react; our 
presentation went against the cultural norm. Although in some ways it felt like a safe 
risk, as we were presenting to our peer group, it also felt quite anxiety provoking, 
particularly as the people on the DVD were our friends and family.
Following our DVD it seemed as if there were mixed feelings about our presentation.
I had the sense that some people in our year group felt it had been creative whilst 
others would have preferred something “more traditional”. Although this divide in 
opinion felt uncomfortable at first we all felt as if sticking our heads above the parapet 
on this occasion had at least helped people to think, something that we had been 
aiming to do. I felt particularly proud of our group and what we had achieved. I also 
felt like I had maintained loyalty to my group and to our idea whilst feeling that any 
tension had been a signifier that the presentation had made people think which is 
valuable in itself.
KNOWLEDGE
I find it interesting that our presentation was considered non-traditional because it 
focussed on the experiences of people we knew rather than academic text. This has 
made me think about whose knowledge is usually given privilege and how other 
discourses can be heard. I have thought about this in the context of my work in the 
NHS where I have become increasingly dissatisfied with the way in which the
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biomedical model of distress has become overly privileged to the point where 
problems have become assigned to individuals as if they themselves are the problem 
(e.g. Boyle, 1999). On my current placement I am enjoying working within narrative 
and systemic frameworks. These models have facilitated conversations which have 
enabled me to get a real sense of my clients’ own account of their relationship with the 
problem (e.g. White & Epston, 1990). I have also enjoyed hearing about my clients’ 
strengths and resources, which are all too often forgotten in a diagnostic system which 
is focussed on deficits (Atwood, 1999).
Through being in our group for the last three years I feel that my own views about the 
services we provide to people, the way we talk about people and where I position 
myself in relation to all of this has shifted dramatically. I started training with some 
frustrations of the way in which services are run but would never have described 
myself as particularly political. However, more recently, I have found myself 
thinking more about the way in which, through my own work, I might be able to 
challenge some of the dominant discourses that I feel stifle creativity in mental health 
services. I am currently working with a group of other trainees on a presentation that 
seeks to inform mental health staff of the marketing strategies that pharmaceutical 
companies use to sell their products, and to encourage professionals to think about the 
implications this has for the clients we are paid to serve. This interest in providing a 
‘balancing view’ (Homes & Dunn, 1999) has certainly been stimulated by being part 
of my PEL group. I also feel that this PEL task has given me increased confidence to 
stick my head above the parapet with the hope this might facilitate different ways of 
thinking and working in the NHS.
CONCLUSION
Throughout this account I have discussed the way in which our group’s ‘non- 
traditional’ approach to the PEL task reflects the thinking that our group has 
developed over the training programme. I thoroughly enjoyed the opportunity to 
“stick my head above the parapet.” I hope to continue to do this in my future career 
so that privileging people’s own accounts of their distress and thinking about our own 
personal experiences is no longer considered to be ‘non-traditional.’
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My case discussion, group was made up of five trainees and one course-team 
facilitator and we met for two hours once a fortnight throughout the academic year. 
The group took it in turns to discuss a client that we had been working with on 
placement. We then had a group discussion that facilitated further theory-practice 
links to be drawn and provided opportunities for reflection.
My reflective account focuses on the way in which the case discussion group 
influenced my personal development and professional practice. I describe my 
individual contributions to the group and the way these developed. I also discuss how 
the group evolved as a whole and how this influenced my thinking on placement.
My choice of cases to bring to the group changed over the course of the year. The 
first case I brought was to seek ideas and advice whereas the second was presented out 
of interest to allow space for reflection. This mirrored the ch^ges in the types of 
discussions I was having within the supervisory relationship on placement. My 
questions and comments about other group members’ cases also developed over the 
course of the year becoming more driven by theory as I became more familiar with the 
cognitive behavioural approach.
The group facilitator was most instrumental in setting the structure for our group. I 
reflect upon the nature of the power-imbalance between the trainees in the group and 
the course-team facilitator. I also discuss the anxiety that I felt about being a ‘new 
trainee.’ I reflect upon the way in which these processes might mirror those found in 
a therapeutic relationship. Most of the cases we brought to the group were quite 
‘problem saturated’ and I highlight the advantages and disadvantages of this.
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The process account written for this case discussion group (CDG) gives a free-flowing 
description of the way in which the case discussion group developed over the second 
year of training. It describes how the CDG influenced my development both 
personally and professionally.
During this CDG year we were open to talking about any issues relevant to us and we 
made their wider sociological and political contexts the focal point of our discussions. 
Having such a wide remit for the group and not feeling under pressure that a ‘task’ 
needed to be completed meant that we felt quite free to spend the entire time 
discussing one issue. This was in contrast to the way we had approached our CDG in 
the previous year where we had been very structured. The reasons for this could be 
that we were not longer ‘new trainees’, we had made friendships within the group and 
our facilitator was not a course team member. We therefore felt more empowered to 
make decisions about how we wanted the group to be run.
We adopted a critical approach in our CDG. I discuss the way in which I embraced 
these ideas and describe how these have influenced my professional identity.
However, I also consider some of the dilemmas that these discussions can raise, 
particularly with regards to how we could apply them to the ‘real world.’
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CLINICAL DOSSIER 
Overview
The clinical dossier contains the following:
• A summary of the four core-competency placements (adult mental health, 
people with learning disabilities, child and family, and older people).
• A summary of the advanced competency placement -  A systemic and narrative 
child and family placement.
• Summaries of the five case reports written about the following placements: 
adult mental health (x2), people with learning disabilities, child and family, 
systemic child and family.
The extended clinical dossier is in Volume Two of the portfolio and contains all the 
documents from each of the placements completed during training, the five full case 
reports and the two full case discussion group process accounts fi*om the academic 
dossier.
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Core competency -  Adult mental health
This placement carried out between November 2004 and September 2005 provided 
me with the experience of working within a Community Mental Health Team 
(CMHT), a Primary Care Psychology Service and a Rehabilitation Service. My 
clinical work was largely formulated and conducted within a cognitive behavioural 
framework but I also worked with one marital couple using systemic ideas. My 
clinical experience included therapeutic assessments, cognitive assessments, direct 
and indirect interventions and group-work. The people I worked with were aged from 
18-59 and I also saw one 85 year-old lady for a cognitive assessment. The people I 
worked with were a mixture of men and women from a diverse range of cultural, 
religious and social backgrounds. They presented with the following problems or 
diagnoses: depression, anxiety, psychosis, OCD, decline in cognitive functioning and 
PTSD. I attended a risk assessment and child protection workshop, a trust induction 
for trainees and a cognitive therapy for self-esteem workshop. I attended CMHT 
meetings fortnightly and monthly adult psychology meetings. I observed and joint 
worked with my supervisor as well as a social worker, CPN and consultant 
psychiatrist. I completed my Service Related Research Project on this placement, 
entitled “The psychological interventions offered to individuals with a diagnosis of 
schizophrenia and their families. How far do these meet the NICE (2002) 
guidelines?” The findings of this were fed back to the team.
Core competency -  Learning disabilities
This placement carried out between October 2005 and March 2006 provided me with 
the experience of working within a Community Team for People with Learning 
Disabilities. I also co-facilitated a group in a secure ward for people who had a 
learning disability, mental health difficulty and who had committed a criminal 
offence. My clinical work was largely formulated and conducted within cognitive- 
behavioural and behavioural frameworks. My clinical experience included 
therapeutic, cognitive, extended and capacity assessments; direct and indirect 
interventions; staff training and group-work. The people I worked with were aged 21- 
62 and were from a diverse range of cultural, social and religious backgrounds. The 
people I worked with presented with the following difficulties and diagnoses 
including: autistic spectrum disorder, differing degrees of physical and intellectual
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disabilities; communication difficulties; dementia; psychosis and challenging 
behaviour. I had the opportunity to work with people in their residential homes and 
day services. I observed and joint worked with my supervisor as well as care- 
managers, a psychiatrist, a nurse and other psychologists. I attended the referrals 
meeting, psychology departmental meetings and joint team-meetings.
Core competency -  Child and family
This placement carried out between April 2006 and September 2006 gave me the 
opportunity to work in a Child and Adolescent Mental Health Service (CAMHS). My 
clinical work was largely conducted using a GET framework but I also had the 
opportunity to work using a narrative approach. My clinical experience included 
therapeutic assessments, cognitive assessments, developmental assessments, direct 
and indirect interventions, service-development work and I also co-facilitated a 
behavioural social skills group for children with a diagnosis of Asperger’s Syndrome. 
This group involved working collaboratively with experts by experience. The people I 
worked with were aged 2-16 and, whilst mostly White British, I did have some 
opportunity to work with people from diverse cultural, religious and social 
backgrounds. The people I worked with presented with the following difficulties and 
diagnoses: trichotillomania, anxiety, PTSD, behavioural difficulties, communication 
difficulties, developmental delay, OCD and toileting problems. I had the opportunity 
to liaise with professionals from other agencies like education. I observed my 
supervisor and other clinical psychologists carrying out consultations with other 
professionals and EMDR. I also observed an eating disorders family therapy clinic 
and a speech and language therapist. I attended the weekly CAMHS team meetings 
and monthly psychology meetings. I also attended a two-day multi-disciplinary child 
protection training course and a three-day narrative therapy workshop.
Advanced competency -  Systemic child and family
This placement carried out between October 2006-March 2007 gave me the 
opportunity to work in a CAMHS service specifically using systemic and narrative 
approaches. My clinical experience included working with a number of individuals 
using a narrative approach as well as working with families using systemic approaches 
as part of a multi-disciplinary family therapy team. The people I worked with were
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aged 11-18 and, whilst mostly white British, they came from a diverse range of social 
backgrounds. The difficulties or diagnoses the people I worked with presented with 
included: anxiety, panic attacks, OCD, depression, adaptation to a physical disability, 
behavioural difficulties, difficulties with school attendance, family-relationship 
difficulties and Asperger’s Syndrome. I had the opportunity to do joint work with a 
number of professionals, including social workers, psychologists, psychotherapists 
and psychiatrists. I also observed the work of my supervisor as well as observing an 
eating disorders clinic. I attended fortnightly psychology meetings and psychotherapy 
supervision groups. I attended two educational half days on common assessment 
framework and sleep difficulties in children. I also attended a conference looking at 
how service users can be more involved in developing services.
Core competency -  Older people
This placement carried out between April 2007 and September 2007 gave me the 
opportunity to work as part of a physical rehabilitation service with people who were 
mostly aged 65 and over. My clinical work was largely formulated and conducted 
using Rational Emotive Behaviour Therapy and CBT, as well as incorporating 
systemic ideas. My clinical experience included therapeutic assessments, cognitive 
assessments, direct and indirect interventions, group-work and service development 
work. The group-work involved co-facilitating a group to facilitate and promote 
social interaction amongst people on a post-acute stroke rehabilitation ward. The 
service development work involved developing a post-stroke depression screening 
protocol for those on the rehabilitation ward and I was involved in the training of 
occupational therapists to take the lead on this project. The people I worked with 
were aged between 66 and 93 and, whilst most white British, they came from a 
diverse range of social backgrounds. The difficulties and diagnoses they presented 
with included: stroke or other physical problem; depression; anxiety; fear of falling; 
cognitive impairment; dementia and communication difficulties. I had the opportunity 
to observe my supervisor as well as observing and joint working with other 
professionals including occupational therapists and physiotherapists. I attended 
weekly peer supervision and a weekly ward round.
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Adult mental health case report summary - one
A cognitive-behavioural assessment and intervention with a 34-year old man 
experiencing psychotic symptoms following a bereavement.
MAY 2005
YEARl
For the purposes o f confidentiality and anonymity all names in this report and some
details have been changed.
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Referral
Darren Gardner, a 34 year old, white British man, for whom English is his first 
language, was referred to the community mental health team as he was low in mood 
and was hearing voices, following the death of his mother six months earlier.
Assessment process
The assessment was conducted over three sessions. Information was also gathered 
through two self-report outcome measures: the Psychotic Symptom Rating Scales 
(PSYRATS) (Haddock et ah, 1999) and the Beck Depression Inventory (BDI-II) 
(Beck et ah, 1996). A risk assessment was also carried out and a referral was made to 
the psychiatrist on account of Darren’s high level of distress. After his meeting with 
the psychiatrist, it was decided that Darren did pose a high risk to himself and he was 
admitted to an acute inpatient ward, informally.
Presenting problems and background bistory
Darren reported that, since his mother died, he had been hearing the voice of his 
mother and a male “bad-voice,” which told him to harm himself. His mother died in a 
care home, after Darren and his brother were no longer able to look after her, and 
Darren described feelings of guilt around this. He described feeling empty and not 
being able to look forward to the future. He had also stopped many of his hobbies.
Darren’s parents divorced when he was young and his father died shortly after that. 
Darren reported that his father used to hit his mother regularly, which Darren 
witnessed, but stated that his father never hit him or his brother.
Darren stated that he had difficulties at school with reading and writing and went to a 
specialist school. It was therefore assumed that Darren was below-average 
intelligence.
Initial Formulation
Darren’s difficulties were formulated within the cognitive model of psychosis (Garety 
et ah, 2001). This proposes that social marginalisation, trauma and loss all contribute 
to a person’s vulnerability to experiencing positive psychotic symptoms. Darren’s
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early experiences, which may have increased his vulnerability, included attending a 
specialist school and witnessing domestic violence. It is proposed that the onset of 
psychotic experiences usually follows a stressful life event, which can give rise to a 
disruption of cognitive processes. The death of Darren’s mother was a huge loss for 
him and this led to a disruption in cognitive process where Darren seemed to be 
experiencing his thoughts as voices. Darren had also reduced his activities, isolating 
himself from his usual social support network. This may have reduced his opportunity 
to express his emotion and to seek alternative, more normalizing explanations for his 
experiences, thus maintaining his distress.
Intervention
I met with Darren for eight sessions of cognitive behavioural therapy (CBT). Grief 
work was also considered but it was decided that, as Darren’s positive symptoms were 
causing him the most distress, this would be the initial focus for intervention. The 
CBT intervention focussed on engagement; normalising Darren’s experiences; 
practical strategies to help relieve the voices; developing models of understanding; 
and cognitive strategies for the management and re-appraisal of the voices. This 
intervention was carried out in accordance with the CBT intervention model proposed 
by Nelson (1997) and used adaptations for people with mild intellectual disabilities as 
proposed by Haddock et al. (2004).
The intervention also involved some indirect work with the ward-staff. Some ward- 
staff began to feel that aspects of Darren’s presentation were “behavioural” and felt 
that he was becoming “too dependent on the ward.” I was able to talk to staff around 
this; describing to them that it appeared Darren had difficulty expressing himself and 
that he might tend to do this in more ‘behavioural’ ways.
Outcome
The BDI-II and PSYRATS were re-administered which showed an overall decrease in 
Darren’s depressive and positive psychotic symptoms, although Darren’s BDI-II score 
still lay in the ‘severe’ range. Darren reported that his voices had decreased in 
frequency and volume. He also felt he had more control over his voices and saw them 
as linked to his negative thoughts. Darren had increased his participation in ward-
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activities and was talking more with staff about his difficulties. Staff felt that both his 
mood and psychotic experiences improved, so that they were considering discharge. 
However, they had some concerns about this as Darren had begun to self-harm in 
response to feeling that people weren’t listening. He had also circled the statement:
“I would kill myself if I had the chance” on the BDI highlighting his continued risk to 
himself.
I felt that Darren had been able to integrate his experiences in the context of early and 
recent life-events. However, he was still experiencing feelings of guilt and depressive 
thoughts and was expressing this through harming himself. I thought that these 
feelings and the way Darren coped with them would require further work to improve 
long-term outcome.
Reformulation
No information that emerged through the course of intervention necessitated a radical 
reformulation. Darren’s perceived “dependency” on the ward was conceptualised 
using systemic ideas around circular causality (Watzlawick et al, 1974).
Critical Evaluation
Emphasising the importance of engagement throughout the clinical work enabled a 
trusting relationship to develop and provided a strong basis from which to work using 
a CBT approach. CBT was helpful in that it allowed us to target the areas that were 
causing Darren the most distress and to think about things in a systematic way. 
However Darren was still in the ‘severe’ range for depression perhaps because work 
was largely focussed on his voices rather than directly treating his depression.
Although short-term changes were observed, it is difficult to predict what the long­
term outcome may be. Darren was still not yet re-integrated with his old social 
network and our work had not addressed some of his underlying beliefs or any 
specific grief-work that may have contributed to his experiences and low mood (e.g. 
Romme & Escher, 2000).
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Adult mental health case report summary -  two
A cognitive-behavioural assessment and intervention with a 24-year old lady with
panic disorder.
AUGUST 2005
YEARl
For the purposes o f confidentiality and anonymity all names in this report and some
details have been changed.
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Referral
Marie, a 24 year-old, white British woman, for whom English is her first language, 
was referred to the mental health team due to increased anxiety and panic.
Assessment process
An extended assessment was carried out over six sessions. The aim of this was to 
explore the nature of Marie’s panic and anxiety as well to carry out a more generic 
formulation. We extended the assessment because Marie had revealed an abusive 
childhood history, within her first session, which she felt was linked to her current 
panic and anxiety and she wished to explore this further. Information was also 
gathered from the BAI (Beck Anxiety Inventory) (Beck et al, 1988) and Marie’s 
score lay in the ‘severe’ range. A risk assessment was also carried out where Marie 
did not express any current suicidal ideation or urges to self-harm.
Presenting problem and background history
Marie had experienced panic attacks for five years and believed the trigger to her first 
was having her drink spiked in a nightclub. The panics had recently become more 
frequent. Marie described physical sensations including palpitations, feelings of 
faintness and shaking as well as thoughts like, “I’m going to faint.” Marie reported 
that she tended to avoid social situations and that she would not drink anything made 
by others for fear that it would be spiked. She reported coping with panic attacks in 
social situations by “escaping” and asking for reassurance from friends that she didn’t 
look “drugged.”
Marie reported that her father had physically and sexually abused her. She described 
some interpersonal difficulties as a result and found it very difficult to trust others. 
She reported that she was “reliant” on her mother. Marie’s two children had been 
removed by social services and placed in the care of her mother, who was now 
formally adopting them. Marie lived alone, did not work and described feeling 
isolated and bored.
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Initial Formulation
Marie’s panic attacks can be conceptualised using the cognitive model of panic 
(Clark, 1986). This proposes that a panic cycle may be started by external or internal 
stimuli, which if perceived as a threat can cause a state of apprehension accompanied 
by a range of physical sensations. For Marie, external triggers included going to the 
pub while internal triggers involved negative thoughts. The bodily sensations that 
accompanied these triggers included palpitations and feelings of faintness, which 
Marie catastrophically misinterpreted as a sign that her drink had been spiked.
Marie was hyper-vigilant to bodily changes. For example, she reported frequently 
looking at her eyes in the mirror to check for any changes in pupil dilation. This 
maintained her panic as she was more likely to notice sensations; taking them as 
further evidence for physical problems (Clark, 1989). The second maintaining 
mechanism for Marie was avoidance. When she began to get thoughts like, “this 
drink is spiked” she would stop drinking, carefully monitor her body, check her eyes 
and seek reassurance from others. Salkovskis et a l (1999) suggests that by doing this, 
Marie is prevented from disconfirming her belief that the drink is spiked and will 
perceive it as an example of a ‘near-miss’ (Lovibond, 2001).
Intervention
I met with Marie for ten sessions of cognitive behavioural therapy (CBT) to work 
specifically on her panic attacks (Clark et al, 1994) whilst also keeping the generic 
formulation we had developed in mind. The intervention included socialisation to the 
model, symptom control strategies, cognitive restructuring and behavioural 
experiments. Although Marie was able to carry out the majority of behavioural 
experiments, she was unable to complete her most feared situation of going to a pub 
and having a drink.
Outcome
Marie’s BAI score decreased significantly and lay in the mild-moderate range. Marie 
reported that her panic attacks were less frequent, shorter and less intense. As well as 
a change in her panic symptoms Marie had begun to recognise the impact of her early 
experiences on her interpersonal relationships and wanted further help addressing
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these areas. I also felt that this may improve the long-term outcome by helping Marie 
to address the issues we had identified in the generic formulation, which I 
hypothesised may be continuing to maintain any remaining anxiety.
Reformulation
Exploring Marie’s catastrophic misinterpretations revealed them to be largely around 
threats from others. This was consistent with the generic formulation we developed 
where she identified that she found it difficult to trust others and also consistent with 
the idea that early experiences are a contributing factor to panic disorder (Goldberg, 
1998).
In light of Marie’s possible referral to psychotherapy I contacted a psychotherapist to 
consider her difficulties from this perspective. The psychotherapist suggested that the 
lack of a secure-base in childhood may have led Marie to find it difficult to recognise 
and express painful feelings such as anger and that this had manifested itself in 
anxiety.
Critical Evaluation
Working within a CBT model enabled us to improve Marie’s panic symptoms. The 
model helped her to make sense of the way in which her thoughts, feelings and safety 
behaviours were combining to maintain her difficulties and the intervention enabled 
us to directly work with these. Despite the usefulness of the CBT model, I had felt 
that the complexities of Marie’s difficulties would be better captured by also thinking 
more generically about her difficulties. A main critique of the cognitive model is that 
it does not consider these enough and that working within the ‘here and now’ may not 
always be sufficient to overcome anxiety patterns (Hackmann, 1998). Spending time 
exploring this at the beginning of therapy helped Marie to recognise and express 
different feelings in a more appropriate way. I also feel like this has set some of the 
ground-work for future, perhaps longer-term work. One way in which the generic 
formulation could have been extended was perhaps to think more systemically around 
the problem. It was clear that relationships were an important source of both comfort 
and stress to Marie, and if I were to repeat the intervention, this would be something 
to consider in more depth.
Adult mental health case report summary - two
83
References
Beck, A.T., Epstein, N., Brown, G.R. and Steer, R.A. (1988). An inventory for 
measuring clinical anxiety: Psychometric properties. Journal o f  consulting and 
clinical psychology, 56, 893-897.
Clark, D.M. (1986). A cognitive approach to panic. Behaviour research and therapy, 
24, 461-470.
Clark, D.M. (1989). Anxiety states: Panic and generalized anxiety. In K. Hawton, P. 
Salkovskis, J. Kirk and D.M. Clark (Eds.), Cognitive behaviour therapy for  
psychiatric problems: A practical guide. Oxford: Oxford University Press.
Clark, D.M., Salkovskis, P.M., Hackmann, A., Middleton, H., Anastasiades, P. and 
Gelder, M. (1994). A comparison of cognitive therapy, applied relaxation and 
imipramine in the treatment of panic disorder. British journal ofpsychiatry, 164, 759- 
769.
Goldberg, C. (1998). Cognitive behavioural therapy for panic: Effectiveness and 
limitations. Psychiatric quarterly, 69, 23-44.
Hackmann, A. (1998). Cognitive therapy panic and agoraphobia: Working with 
complex cases. In N. Tarrier, A. Wells and G. Haddock (Eds.), Treating complex 
cases: The cognitive behavioural therapy approach. Chichester: Wiley.
Lovibond, P.P. (2001). The “near miss” as a fourth pathway to anxiety. Behavioural 
and cognitive psychotherapy, 2, 35-43.
Salkovskis, P.M. Clark, D.M., Hackmann, A., Wells, A. and Gelder, M.G. (1999). An 
experimental investigation of the role of safety-seeking behaviours in the maintenance 
of panic disorder with agoraphobia. Behaviour research and therapy, 37, 559-574.
Adult mental health case report summary - two
84
People with learning disabilities case report summary
Extended assessment with a 21-year old man to determine whether he may have 
an intellectual disability and traits consistent with a diagnosis of Asperger’s
Syndrome.
APRIL 2006
YEAR 2
For the purposes o f  confidentiality and anonymity all names in this report and some
details have been changed.
Written consent was gainedfrom James for this report.
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Referral
James, a 21 year old white British man, for whom English is his first language, was 
referred to the learning disabilities team by his college counsellor. The referral 
described James’ history of learning and relationship difficulties. His care manager 
referred James for a psychological assessment. It was hoped that this could inform 
future planning with regards to housing and social activities.
Initial assessment
Information was gathered through an interview with James’ care manager; an 
interview with James and his father and a previous psychiatric report. A standardised 
risk screen was also completed. No suicidal ideation was identified though James’ 
father reported James could become physically aggressive with his sister, Mandy.
Presenting problems and background history
It was reported that James’ main difficulties were around social interaction and 
learning. James reported that he has no real friendships or social relationships outside 
the family. James had attended a mainstream school but had received a statement of 
special educational needs. He reported that he now attends a college course and stated 
that he would like to live independently in a bungalow and work as a dustman.
James’ mother, who was the main carer for the children, had died two years 
previously from cancer.
Initial Formulation
It was hypothesised that James’ difficulties may be consistent with the defining 
features of a learning disability (LD). For example, he had received a statement of 
special educational needs at school and was reported to have difficulties with learning 
and memory. It was also hypothesised that his difficulties may be consistent with the 
group of characteristics described as Asperger’s Syndrome (AS). For example, James 
reported experiencing difficulties with social interaction.
Action plan
I was mindful of the impact that receiving a diagnosis of AS or LD may have on 
James and his family but acknowledged that diagnoses (alongside descriptions of
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James’ individuality) may help him to receive the most appropriate support for his 
needs. I also acknowledged that the results of any psychometric tests would need to 
be interpreted with caution as many have not been standardised on a LD population 
(Whitaker, 2005). After consideration of these dilemmas an action plan to assess 
James’ daily living skills, his cognitive ability and his social understanding was 
developed.
Extended assessment
This was carried out over five sessions. The short form of the Hampshire Assessment 
of Living with Others (HALO) (Shackleton-Bailey & Pidcock, 1983) was completed. 
This identified that James has some difficulty with personal hygiene. He displayed 
some lack of social knowledge and was unable to estimate how often other people 
would have a bath/shower and could not choose from prompts.
The Wechsler Adult Intelligence Scale -  Third Edition (WAIS-III, Wechsler, 1997a) 
was administered. James’ scores were consistent with the functioning of someone 
with a significant intellectual disability. Two subtests from The Wechsler Memory 
Scale -  Third Edition (WMS-III, Wechsler, 1997) and two subtests from the Doors 
and People Battery (Baddeley et al, 1994) were administered to assess James’ verbal 
and visual memory abilities. Assessments of executive functioning were administered 
including Verbal Fluency (Tonbaugh et al, 1999) and The Hayling Sentence 
Completion Test (Burgess & Shallice, 1997). James performed within the expected 
range, given the degree of his intellectual disability, on the memory and executive 
functioning tests.
Theory of Mind (ToM) tests were administered to assess James’ ability to view a 
situation from another’s perspective. James exhibited some difficulty with this task, 
giving a learned response rather than one that was related to the story. The “Informal 
Test of Social Know-How” (Dewey, 1991) was administered and James made a 
number of unusual responses indicating some lack of awareness regarding social rules.
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Extended formulation
The extended assessment indicated that James’ performance on the WAIS-III, and his 
social and adaptive functioning difficulties, were consistent with the diagnosis of a 
significant LD (BPS, 2002). James’ behaviours and performance during the extended 
assessment were also consistent with dimensions of Gilberg and Gilberg’s (1989) 
criteria for AS. James presented with social impairment, repetitive routines, speech 
and language peculiarities and non-verbal communication problems. The individual 
and systemic factors that might inform future work were also considered.
Recommendations
Verbal feedback was given to James and his father that highlighted his strengths, 
informing them that his needs would be best met within the LD team and that some of 
his difficulties are consistent with AS. James was offered a copy of the full-report or 
an accessible version; however he declined this and did not give his consent for his 
father to have a copy.
Written and verbal recommendations were made to James’ care-manager that James 
and his father be provided with accessible information about AS and be supported to 
contact local charitable organisations that may support him with the impact of 
receiving such a diagnosis. Written recommendations were also made that James 
would need specialist residential care provided by a service which understands the 
needs of people with AS, where he will be provided with a consistent predictable and 
structured environment and where social interaction will be supported.
Critical evaluation
I felt frustrated that I did not have time to explore the meaning of the AS and LD 
labels with James. However, a strength in my approach to this assessment was that I 
had kept James’ care-manager informed of the assessment process throughout and felt 
that I had developed a strong relationship with him. This left to me feeling more 
comfortable that he could take over the more explorative work and that he understood 
the importance of this.
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I am also aware that the theoretical and evidence base for the assessment procedure 
was fairly diagnostic. Diagnostic approaches in this area of working have been 
criticised for being deficit rather than ability-focussed (Jacobsen, 2003). However, I 
feel that the formulation was a strength in my work and did take into account the 
wider issues and meaning of James’ experiences.
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Child and family case report summary
A behavioural social skills group for children aged 6-8 years with a diagnosis of 
Asperger’s Syndrome or traits consistent with this diagnosis.
SEPTEMBER 2006
YEAR 2
For the purposes o f confidentiality and anonymity all names in this report and some
details have been changed.
Written consent was gainedfrom all the children’s parents for this report.
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Referral
The Child and Adolescent Mental Health Service knew of a number of children with a 
diagnosis of Asperger’s Syndrome (AS) who were experiencing social interaction 
difficulties but were not receiving interventions with regard to this. The psychology 
department decided to run a social skills group for children aged 6-8 years. Six 
children were referred to the group.
The assessment process
All referred children, and their parents, were invited to an assessment session. This 
used a semi-structured interview format using assessment criteria recommended by 
Spence (2003). Case-notes were reviewed and the referrer was contacted for 
additional information. Information was also gathered through the use of the 
following self-report measures: the SDQ (Strengths and difficulties questionnaire) 
(Goodman, 1997); the Self Concept Scale of the Beck Youth Inventory (BYI) (Beck et 
al, 2001); The Social Skills Questionnaire-Children’s and Parent’s Version (both in- 
house measures).
All six children were invited to attend the group. However, one parent decided that 
the group would not be appropriate due to practical difficulties. The group therefore 
consisted of five members; three boys, two girls who were all white British.
Presenting Problem
The children were referred to the group because they were experiencing particular 
difficulties with regards to social interaction. All children had a diagnosis of AS or 
exhibited some traits consistent with AS. Their social difficulties included 
inappropriate touching, difficulty following the agenda of others and difficulties 
managing conflict. None of the referred individuals had any known risk issues.
Initial Formulation
Spence (2003) argues that successful management of the social world requires a 
sophisticated repertoire of ‘micro-level’ skills (e.g. eye contact) and ‘macro-level’ 
skills, which enable the child to apply strategies appropriately.
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Children with a diagnosis of AS have marked impairments in their ability to 
understand and engage in social interactions with others (Broderick et al, 2002b) and 
cognitive deficits are thought to underlie the difficulty (Baron-Cohen, 1989). These 
proposed cognitive impairments lead to deficits in many of the factors, which 
Spence’s model suggests are vital to successful social interaction.
Prior et al, (1998) argues that individuals with AS actively look for fidendship but in 
an unsuccessful way which means they are often stigmatised by their peers leaving 
them feeling misunderstood and isolated (Broderick et al, 2002b). This was the case 
for all of the children referred to the group. It has been proposed that such negative 
experiences can lead to the child being at risk of low self-esteem (Rothenberg, 1999) 
and depression (Attwood, 1998).
Intervention
A total of six, one and a half hour weekly group sessions were facilitated by myself, 
an assistant psychologist and a volunteer. We used a behavioural group approach, 
based on a guide-pack produced by Broderick et a l (2002a). This contained session- 
by-session behavioural intervention plans. The sessions included teaching the 
following skills: eye contact; facial expressions; personal space; opening lines; 
listening; turn-taking; rescue comments and resolving conflict. These were taught 
using games and activities; discussion and modelling; and role-play. We also ran a 
parallel parents’ group alongside the children’s group to improve generalisability of 
the skills learned and to provide support to parents. This was facilitated by a primary 
mental health worker and was also attended by two ‘expert parents’ who worked for 
the National Autistic Society (NAS).
Group cohesiveness (Yalom & Leszcz, 2005) appeared to be achieved amongst the 
boys in the children’s group but one of the girls (Megan) left the group after three 
sessions, because she found the group overwhelming. This changed the dynamic of 
the group Diana, the only remaining girl did not attend the final two sessions of the 
group.
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Outcome and follow-up
The questionnaires were re-administered and all three boys in the group showed 
improvements in their scores. Diana and her mother also completed the 
questionnaires. However, her scores did not improve and her mother felt the group 
would have been more appropriate at a later stage. None of the children showed 
improvements in their self-esteem as measured by the BYI.
Reformulation
Megan and Debbie’s departures from the group were very influential in our 
reformulation. We wondered whether our assessment process was rigorous enough to 
detect how overwhelming children may find the group. It became clear that Debbie 
had enjoyed the group but her mother had found it too difficult to continue attending 
once Megan’s mother had left. This highlighted to us the importance of group 
members being able to identify with one another. Debbie’s mother stated feeling less 
knowledgeable than other members of the parents’ group and we reflected on the way 
in which she was of a different social class to all of the other parents.
Critical Evaluation
Although most of the parents and children evaluated the group positively there were 
some suggestions for future improvement such as the timing, as the final-group 
session was held in the summer holidays.
None of the children’s self-concept scores improved over the course of the group.
This may be because the children had become more aware of their difficulties by 
being in the group. Exploring the more positive aspects of AS with the children, for 
example introducing the concept of “Aspie” (Attwood & Gray, 1999) may have been 
a way of helping them to become more aware of their strengths.
The theoretical underpinnings and philosophy of the group may also have influenced 
the way in which the children perceived their AS. The intervention was designed to 
change the behaviour of the child, therefore conceptualising the child as the primary 
focus for ‘treatment. An alternative approach could be to use a systemic intervention 
where social interaction difficulties are truly treated as interactional. Simon (2004)
Child and family case report summary
94
used such a philosophy when designing a systemic, family intervention for children 
with a diagnosis of AS. This approach may be less likely to make the child feel as if 
the ‘problem’ is located within them, which may be more likely to increase their self 
esteem.
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Child and family advanced competency case report summary
A narrative therapy assessment and intervention with a 14-year old boy 
diagnosed with Obsessive Compulsive Disorder (OCD)
MARCH 2007
YEARS
For the purposes o f  confidentiality and anonymity all names in this report and some
details have been changed.
Written consent was gainedfrom Simon’s mother for this report.
Written assent was gained from Simon for this report.
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Referral
Simon a 14 year-old, white British boy for whom English is his first language was 
referred to the Child and Adolescent Mental Health Service for, what Simon described 
as. Obsessive Compulsive Disorder (OCD). He was assessed by the Consultant 
Psychiatrist and was referred to psychology.
The assessment process
The psychiatrist had conducted a detailed assessment of Simon’s rituals and thoughts 
associated with the OCD and a standard risk screen where no issues were highlighted.
I met with Simon and his mother, Susan, for an hour to carry out my own assessment, 
using a narrative framework. At the beginning of our work Simon rated the degree to 
which he felt the OCD had influence over his life using a ten-point rating scale. He 
rated the OCD as having eight, out of ten, influence (where ten is very influential).
Presenting problem and background history
OCD had been Simon’s life for two years, and he thought that it may have been 
related to a knee injury he sustained around that time. Simon described spending 
several hours per day on “routines” and these alleviated “bad thoughts.” The OCD 
had become more influential in his life over the last six months and this had impacted 
on his relationship with his family and friends. Simon described getting “stressed out” 
if his family “interfered” with one of his routines and Susan reported that the family 
tended to “go along with it” to avoid arguments.
Initial formulation
Both narrative and cognitive approaches provide ways of conceptualising Simon’s 
distress. The cognitive model argues that obsessions are caused when unwanted 
thoughts are interpreted as an indication that the person may be responsible for harm 
and its prevention. It is thought that obsessions become linked to compulsions when 
an individual attributes a decrease in their obsessive thinking to a compulsive action, 
leading to a cycle of obsessional thinking and compulsive behaviours (Salkovskis, 
1999^
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The narrative approach sees the person as having a relationship with the problem, 
rather than the problem being a part of their identity (White & Epston, 1990). It 
assumes that there is a multiplicity of self, so that no single story can speak to the 
totality of a person’s lived experience (Nylund, 2000). The story that results from 
selecting out ‘problem’ events is described by narrative therapists as a ‘thin 
description’ as it allows little space for the complexities and contradictions of life.
The narrative approach asserts that once a thin description becomes told and re-told, 
people begin to gather further evidence supporting it. Its influence then becomes 
bigger and more powerful and it obscures people’s skills, knowledges and abilities 
(Morgan, 2000).
Consistent with the narrative framework, I saw the OCD as a separate entity with 
whom Simon had a relationship with. Simon had described a number of problem- 
saturated events that had been linked together into a ‘thin description’ of his identity.
I assumed that a great deal of Simon’s lived experience would fall outside of this 
dominant story and that these experiences would provide a rich source for the re­
generation of alternative stories that would reveal Simon’s strengths and abilities.
I also paid attention to the CBT conceptualisation of OCD within the narrative 
philosophy.
Intervention
A narrative therapy intervention was carried out over nine sessions. This involved 
helping Simon to separate his identity from the OCD using externalising 
conversations; identifying unique outcomes when OCD was less in charge; increasing 
Simon’s personal agency over these unique outcomes; using therapeutic letters; 
outside witness and celebratory practices.
Outcome
In our final session, Simon rated the OCD as having one out of ten influence in his life 
and himself as having nine out of ten influence in his life. He considered that he had 
“power over OCD” rather than being “powered by it.” Simon no longer felt that he 
had “routines” and he was “more confident” and “chilled out.” Although Simon 
identified that there were still some lingering bits of OCD around, he described feeling
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that he had the “tools” and “momentum” he needed to continue the work at home with 
help from Susan and the rest of his family.
Reformulation
A radical re-formulation was not necessary as the narrative framework, incorporating 
CBT concepts, provided a conceptualisation which enabled the therapy to progress in 
a successful way.
Critical evaluation
I felt particularly privileged to work with Simon because of his ability to use his 
imagination and language in such a rich way. The flexibility of the narrative approach 
really allowed this to develop and I enjoyed the fact that there was room for 
playfulness and humour within the therapeutic relationship. Systemic therapists have 
often stressed the importance of paying attention to a person’s interpersonal context 
when using a narrative approach (e.g. Dowling & Vetere, 2005) and I valued working 
with Susan and Simon together. Although Simon’s other family members and friends 
were included in therapeutic conversations I wonder whether inviting them to 
contribute in a more direct way may have enabled us to situate Simon’s narrative 
further within his interpersonal context.
I feel that the way I integrated the CBT and narrative models demonstrates that these 
are not at odds with each other and can be used to compliment each other when 
synthesised in this way. I felt that looking at Simon’s thoughts and actions within a 
narrative context helped us capture the more relational aspects of their development 
which gave me a richer understanding of Simon’s experience.
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RESEARCH DOSSIER 
Overview
The research dossier contains the following:
• Research log checklist
• The Service Related Research Project
• Abstract from the qualitative research project
• The Major Research Project
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RESEARCH LOG CHECKLIST
103
1 Formulating and testing hypotheses and research questions Y
2 . Carrying out a structured literature search using information technology and 
literature search tools
Y
3 Critically reviewing relevant literature and evaluating research methods Y
4 Formulating specific research questions Y
5 Writing brief research proposals Y
6 Writing detailed research proposals/protocols Y
7 Considering issues related to ethical practice in research, including issues of 
diversity, and structuring plans accordingly
Y
8 Obtaining approval from a research ethics committee Y
9 Obtaining appropriate supervision for research Y
10 Obtaining appropriate collaboration for research Y
11 Collecting data from research participants Y
12 Choosing appropriate design for research questions Y
13 Writing patient information and consent forms Y
14 Devising and administering questionnaires Y
15 Negotiating access to study participants in applied NHS settings Y
16 Setting up a data file Y
17 Conducting statistical data analysis using SPSS Y
18 Choosing appropriate statistical analyses Y
19 Preparing quantitative data for analysis Y
20 Choosing appropriate quantitative data analysis Y
21 Summarising results in figures and tables Y
22 Conducting semi-structured interviews Y
23 Transcribing and analysing interview data using qualitative methods Y
24 Choosing appropriate qualitative analyses Y
25 Interpreting results from quantitative and qualitative data analysis Y
26 Presenting research findings in a variety of contexts Y
27 Producing a written report on a research project Y
28 Defending own research decisions and analyses Y
29 Submitting research reports for publication in peer-reviewed journals or edited 
book
In
progress
30 Applying research findings to clinical practice Y
Research log checklist
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ABSTRACT
Objective: To audit the psychological interventions that a local community mental 
health team (CMHT) have offered to individuals with a diagnosis of schizophrenia 
and their families and to assess to what extent these meet NICE (2002) guidelines. To 
determine the characteristics of those referred for psychological interventions and to 
compare these to the characteristics that the NICE guidelines prioritise, for example, 
the presence of persisting symptoms.
Design: Interviews were conducted with care-mangers to determine the psychological 
interventions that the team have offered to clients who have a diagnosis of 
schizophrenia.
Participants: All seven care managers from the CMHT participated in the audit. The 
care managers consisted of four community psychiatric nurses, two occupational 
therapists and one social worker. The associate specialist and consultant psychiatrist 
were also interviewed.
Outcome measures: The frequency of clients to be offered each type of 
psychological intervention and the characteristics of these clients.
Results: The team have offered the most highly recommended psychological 
approaches. Family Interventions (FI) and Cognitive Behaviour Therapy (CBT), to
11.5% and 38% of clients respectively. Some of the clients offered CBT do not show 
characteristics that NICE (2002) would prioritise. The majority of clients have been 
offered counselling and supportive psychotherapy, psychoeducation (including family 
support) and social skills training.
Conclusions: The team recognise the importance of offering psychological 
interventions for this client group. Taking into account the limited resources, 
recommendations have been made to help the team to increase their adherence to the 
guidelines.
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INTRODUCTION
In 2002, the National Institute for Clinical Excellence (NICE) published guidelines for 
the treatment and management of people with a diagnosis of schizophrenia. The 
guidelines make 109 evidence-based recommendations (Barker & Rolfe, 2003) and 
psychological interventions are highlighted as an important part of treatment (Mayor, 
2002). It is expected that healthcare services will plan and identify resources for 
guideline implementation (Hargreaves, 2003) and the importance of this is 
acknowledged locally. A Community Mental Health Team (CMHT) in South-West 
London undertook this audit to determine the psychological interventions that they 
have offered to individuals with schizophrenia and their families and to assess to what 
extent these meet NICE (2002) guidelines.
Nice (2002)
The production of the NICE guidelines is set in the context of the government’s drive 
to enhance the quality of care for NHS patients (Department of Health (DoH), 1998), 
where clinical practice is based on ‘the best available evidence’ (DoH, 1996). NICE 
was developed to evaluate the clinical and cost effectiveness of different interventions 
to provide a single, authoritative source of advice (Rawlins, 1999). Independent to the 
pharmaceutical industry, this would be the first time that NHS treatments would be 
exposed to such a thorough appraisal (Kendall et al, 2004).
NICE commissioned the National Collaborating Centre for Mental Health (NCCMH) 
to review the evidence-base and make recommendations for the treatment and 
management of schizophrenia. Recommendations were graded at the following 
levels:
• Level A: At least one randomised controlled trial as part of a body of literature of 
overall good quality and consistency.
• Level B: Well-conducted clinical studies but no randomised trials.
• Level C: Expert committee reports or opinions and/or clinical experiences of 
respected authorities.
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• Good Practice Point (GPP): Recommended good practice base on the clinical 
experience of the Guideline Development Group (GDG)/
T^vo psychological approaches, cognitive behaviour therapy (CBT) and family 
interventions (FI) received level A recommendations where:
• CBT should be available as a treatment option for people with schizophrenia, 
particularly to those who are experiencing persisting symptoms?
• FI should be available to families who are living with or who are in close contact 
with the service user in particular, where the individual has experienced a 
relapse^, is considered to be at risk"^  of relapsing or has persisting symptoms.
CBT aims to address psychotic symptoms and the effects of these on a person’s 
thoughts, feelings and behaviour. It also invites clients to consider different models of 
understanding for their experiences. FI are based on systemic, cognitive or 
psychoanalytic principles and aim to help families cope more effectively with their 
relatives’ difficulties (NICE, 2002). It is proposed that FI and CBT should be longer 
than six months and more than ten planned sessions (Level B).
Four other psychological interventions, namely, counselling and supportive 
psychotherapy; psychoanalysis and psychoanalytic/ psychodynamic psychotherapy; 
psychoeducation and social skills training were also recommended to be used in 
clinical practice (receiving level C and GPP recommendations).
Aims
Implementing the guidelines in practice presents a challenge to mental health services 
(e.g. Michie & Johnston, 2004) and audits have been used to guide implementation
* The GDG consisted o f psychiatrists, clinical psychologists, pharmaceutical, nursing, service user and 
mental health charity group representatives.
 ^ ‘Persisting symptoms’ refers to positive or negative symptoms, which persist, with limited or no 
response to antipsychotic medication (NICE, 2002).
 ^In the last six months
‘At risk’ refers to following an acute episode or if  a person has had 2 or more episodes in the last year 
(NICE, 2002).
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plans elsewhere (e.g. National Institute for Mental Health in England (NIMHE), 
2004).
The aim of this audit was to see how far a local CMHT has implemented the 
psychological recommendations made by the NICE (2002) guidelines. The team 
provides a service for clients with a variety of diagnoses, including schizophrenia, and 
has one clinical psychologist. Through interviews with care-managers, the audit was 
designed to:
• Establish the number of clients with a diagnosis of schizophrenia who have been 
offered CBT and FI (and the duration of these interventions)
• Determine how many of these clients have persisting symptoms; live with or are 
close to their families; have experienced a recent relapse or are ‘at risk’ of 
relapsing.
• Determine what other psychological interventions (that received level C or GPP 
recommendations) have been offered by the team.
METHOD 
Ethics
This study did not require scrutiny from the trust’s ethical committee (Appendix 1). 
Design
An audit using interview procedures.
Participants
All seven care managers from the CMHT were interviewed about their clients who 
have a diagnosis of schizophrenia. The care managers consisted of four community 
psychiatric nurses, two occupational therapists and one social worker. To access 
information about clients with a diagnosis of schizophrenia who are not care- 
managed, the associate specialist and one consultant psychiatrist were also 
interviewed. For practical reasons, one part time consultant psychiatrist could not be 
interviewed.
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Materials
Inforination about the purpose of the audit, including instructions for the interview 
and ethical concerns, was provided in written form to each participant (see Appendix 
2).
A set of structured interview questions were developed (see Appendix 3). The 
questions focussed on the six psychological interventions that had been given a level 
A, B or C rating or good practice point (GPP) recommendation in the NICE guidelines 
(see Appendix 4 for full list of interventions and their respective recommendations). 
Each intervention was further defined by the researcher, in consultation with the 
clinical psychologist in the CMHT, to fit with the way that the CMHT operated, for 
example, to include referrals to the day-service within the ‘social skills training’ 
intervention (see Appendix 4 for full list of definitions).
So that it could be determined how many clients had been offered the form of 
intervention and how many had taken the offer up, the questions guided participants to 
respond in one of four ways:
• The intervention was offered, taken up and continued by the client ^
• The intervention was offered, taken up and discontinued by the client
• The intervention was offered, but not taken up by the client
• The intervention was not offered
For CBT and FI follow-up questions were included to determine whether the 
intervention was more than six months in duration and more than ten planned 
sessions. Characteristics of the client, for example, whether they were experiencing 
persisting symptoms, or living with their family were also asked.
Participants’ responses were recorded by the researcher completing a table for each 
client (see Appendix 5). Any information that participants were unable to give was 
later accessed from the client’s file by the researcher.
 ^Participants were asked to respond in this way if  the intervention had been discontinued by the CMHT 
due to the client no longer requiring it.
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Procedure
Participants were informed of the study and invited to participate during the weekly 
CMHT meeting. Written information about the audit was distributed to their pigeon­
holes. A single, individual meeting, of an hour in duration, was arranged for each 
participant and it was asked that they bring a copy of their case-load to the meeting
At the beginning of the meeting, verbal information about the purpose of the audit was 
provided and participants were given the opportunity to ask any questions.
Participants were then interviewed about each of their clients in turn. Firstly, 
demographic information about the client was collected, including age, gender and 
ethnicity. The interview questions about the psychological interventions that had been 
offered to that client by the team were then asked and responses were recorded by the 
researcher.
RESULTS
Demographic information
Fifty-two clients were identified with a diagnosis of schizophrenia. Table 1 shows the 
clients’ demographic characteristics; the frequency that have persisting symptoms, 
live with family, or are at risk of relapse and the frequency that are care managed.
Table 1
Demographic characteristics of clients open to the team with a diagnosis of 
schizophrenia.
Demographic
Characteristic
Group Number of 
clients (%)
Mean (range; 
standard deviation)
Gender Male 33 (63.5)
Female 19(36.5)
Ethnicity White British 38(73.1)
White Other 1 (1.9) ^
Mixed White and Asian 2 (3.8)
Mixed Other 1 (1.9)
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Asian Pakistani 1 (1.9)
Asian Other 8 (15.4)
Blaek African 1(1.9)
Age ____ _______" 39.7(19-62; 13.1)
Care managed 
(currently)
Yes 41 (78.8)
No 11 (21.2)
Persisting
Symptoms
Yes 37(71.2)
No 15 (28.8)
Living with or 
close to family
Yes 44 (84.6) ^
No 8(15.4)
Recently relapsed 
or at risk of relapse
Yes 17 (32.7)
No 35 (67.3)
Frequencies were calculated for eaeh form of psychological intervention and are 
presented below.
Cognitive Behavioural Therapy (CBT)
Twenty clients (38.5%) were offered CBT (see Figure 1).
O ffe re d  N o t O ffe re d
Cognitive Behaviour Therapy
Figure 1. Percentage of clients offered CBT.
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Of the 20 clients offered CBT, 15 took up the offer, but of these 4 discontinued. Five 
clients did not take up the offer.
The characteristics of those clients who were offered CBT have been summarised in 
Table 2.
Table 2
Characteristics of those offered CBT
Characteristic Group Frequency
(percentage)
Mean, (range, 
standard 
deviation)
Gender Male 9(45)
Female 11(55)
Age ______ ________ 35.2 (19-60, 11.7)
Ethnicity White British 17(85)
Mixed White and Asian 2(10)
Black African 1(5)
Persistent symptoms Yes 16 (80) ______ —
No 4(20)
Adherent to treatment Yes 18 (90)
No 2(10)
Insight Yes 13 (65)
No 7(35)
Duration of CBT 
offered
<6 months, <10 sessions 3(15)
>6 months, >10 sessions 17(85) -------- ----------
Family intervention (FI)
Six clients (11.5%) were offered FI (see Figure2). Five clients took up the offer, one 
of whom discontinued. One client did not take up the offer. All clients who took up 
the offer received single-FI with the service user present. The characteristics of those 
offered have been summarised in Table 3.
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100.0% -
80 .0%
ü  60
2 0 .0%
Offered Not Offered
Family Intervention
Figure 2. Percentage of clients offered FI.
Table 3
Characteristics of those offered family interventions
Characteristic Group Frequency
(percentage)
Mean, (range, 
standard 
deviation)
Gender Male 3(50)
Female 3(50) ________ ____ ^
Age ___ ^ 29.2 (19-45, 10.7)
Ethnieity White British 4 (66.7) ................................
Mixed White and Asian 1 (16.7) ..............................
Black African 1 (16.7) ____ ^
Living with or elose 
to family
Yes 6(100) ^
No 0
Persistent symptoms Yes 5 (83.3) ^ —
No 1 (16.7)
Reeent relapse or at Yes 4 (66.7) ...... —
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risk of relapse No 2 (33.3) ____ _—
Duration of 
intervention
<6months, <10 sessions 2 (33.3)
>6 months, >10 sessions 4(66.7) —^
Counselling and supportive psychotherapy
Forty-five clients (86.5%) were offered counselling and supportive psychotherapy, 
delivered by their care-manager. Of these, 41 took up the offer, one of whom later 
discontinued. Four did not take up the offer.
Social skills training
Forty-eight (94%) clients were offered social, group or physical activities as part of 
their care-plan. Of these clients 39 took up the offer one of whom discontinued. Nine 
clients did not take up the offer.
Psychoeducation
50 (96.2%) clients had been offered information about schizophrenia and its 
treatment, all of which took up this offer.
A total of 37 families (71.2%) had been offered the opportunity for family support. 
Thirty of these took up this offer, two of whom discontinued. Six did not take up the 
offer.
Supervision from a psychotherapist
The team had received supervision from a psychotherapist for one client.
DISCUSSION
CBT interventions
The team offered CBT to 38.5% of clients. Consistent with Level B recommendation, 
most of these were offered CBT that was more than six months and ten sessions in 
duration.
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Of those offered CBT, 20% did not have persisting symptoms at the time they were 
referred. This is contrary to the NICE guideline (2002) level A recommendation, 
which suggests that those with persisting symptoms, in particular, should be offered 
CBT. This could potentially suggest the team may need to re-think who is prioritised 
for this form of intervention. However, people with a diagnosis of schizophrenia 
often face many challenges in society, for example, in gaining employment (e.g. 
Seeker et al, 200 Ij and CBT may assist in helping clients to cope with the impact of 
these challenges. There is also evidence to suggest that helping people to make sense 
of their experiences can elicit a good outcome, (McGlashan et al, 1975) regardless of 
whether or not they have persisting symptoms.
Most clients were adherent to treatment and had ‘insight’ prior to being referred for 
CBT. This is somewhat inconsistent with the NICE reeommendation that CBT can be 
considered as an option in the management of poor treatment adherence (level C) and 
the recommendation that it can be used to assist in the development of insight (level 
B). The reasons for the lack of referrals for those with less insight or adherence can 
only be speculated as data around this was not collected. It may be that care-managers 
feel that clients with less insight or adherence would be less able to engage with CBT. 
This is somewhat similar to research evidence that suggests interventions should be 
tailored towards an individual’s recovery style (McGlashan et al, 1975). People with 
a ‘sealing-over’ recovery style (mapping onto those with less adherence and insight) 
may not benefit so much from CBT principles. Garety et a l (2000) also propose that 
those with cognitive flexibility or a ‘chink of insight’ may have a better treatment 
response to CBT.
Care-managers may also be anxious not to ‘waste’ a limited resource with clients who 
they feel may not attend a large number of sessions. Of those offered CBT 
interventions only 20% discontinued with this which suggests that care managers are 
fairly good judges of who will continue with this form of intervention.
Family interventions (FI)
Only 11.5% of clients were offered FI. Consistent with level A recommendations, all 
those offered were living with or close to family and all were offered single-family
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interventions. The majority had persisting symptoms and most had recently relapsed 
or were at risk of relapse. Consistent with level B recommendations, the majority 
were offered the intervention for longer than six months and ten sessions, and all 
clients were involved in the interventions.
Although, only a small number have been recorded as receiving FI, this may be an 
under-representation due to methodological considerations. Many people who receive 
CBT interventions are often asked to bring a family member with them if they wish. 
The number of clients offered this could not be gained from care-managers. It would 
have been useful to have followed-up those who had been referred to CBT with the 
team’s clinical psychologist to more accurately determine the frequency of those 
offered family interventions.
It appears that the relatively small number of clients offered FI is more likely to 
represent a resource issue rather than neglect by the team to involve families and 
carers. This seems particularly evident given the amount of family and carer support 
that care-managers have provided.
Other psychological interventions
Consistent with level C recommendations, counselling and supportive psychotherapy 
have been offered to most clients when access to other interventions is limited.
Consistent with GPP recommendations, nearly all clients have been offered 
arrangements for social, group and physical activities to be incorporated in their care 
plans. Nearly all clients have been offered information about sehizophrenia and its 
treatment. In addition to this the majority of families and carers have been offered 
support. Inconsistent with GPP recommendations the team had received supervision 
for only one client from a psychotherapist. Again, this is likely to have been due to 
resource issues as the team only receive this kind of supervision once a month.
Methodological considerations
As discussed, the audit may have underestimated the number of people that have 
received FI. It was also assumed, for example, that care managers were not using
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CBT in their work. It would have been helpful to have asked care-managers about 
their previous training in these interventions. Sometimes it was difficult for 
participants to distinguish between different types of interventions, for example, FI 
and family/care support. Sharing the NICE definitions of each form of intervention 
may have made the interview process easier and may also have increased participants’ 
familiarity with the interventions that have been endorsed by NICE.
It would have also been helpful to have gained more qualitative data from participants 
about their reasons for referring certain clients. This may have revealed clearer 
information about the characteristics care-managers look for when referring a client 
for psychological interventions and how these compare to NICE standards.
Whilst this audit is helpful for this CMHT, in terms of how well they are 
implementing NICE guidelines, data from one CMHT can not be generalised to the 
local service as a whole. Auditing other CMHTs in the area would give a better idea, 
which may identify a local need for more training and resources.
Conclusions and recommendations
The team are aware of the importance of psychological interventions for their clients 
with a diagnosis of schizophrenia. It is clear that further training and more resources 
could help the team to better implement the guidelines. However, given the reality of 
resource and funding issues, it may be more helpful to make recommendations that 
will help ensure that resources are being appropriately targeted.
Although less clients are referred for FI than CBT, those that are referred for FI match 
more of the characteristics defined by NICE. In terms of implementing CBT 
interventions, those with persisting symptoms, less insight and less adherence to 
treatment, need to be prioritised. This may be achieved by care-managers 
familiarising themselves with the characteristics that NICE consider important. It is 
also important that the team-psychologist is aware of these characteristics when 
referrals are made.
Service related research project
121
It has been hypothesised that care-managers are not referring certain clients for CBT 
due to worries that they won’t engage. However, NICE guidelines highlight the 
importanee of offering interventions. Perhaps if clients are provided with information 
by care-managers and the psychologist about the nature of CBT and FI then clients 
can make informed decisions about whether they would want to engage with these 
interventions. This may help to increase the team’s adherence to the guidelines, 
would emphasise clients’ choice and would not necessarily increase the numbers of 
clients disengaging.
Data was not collected about care-managers’ previous training in CBT and FI. 
However, if care-managers have received training it would be helpful for the team to 
use this resource. Encouraging care-managers to use their skills in this area could 
perhaps be achieved by the team psychologist providing supervision and ‘top-up’ 
teaching sessions, for these approaches.
The results and recommendations from this audit were fed back during a team meeting 
(see Appendix 5). As a result, the team identified that their key priorities would be to 
offer family interventions to all clients who have a future relapse and to begin 
discussing CBT for psychosis during supervision sessions with the team psychologist.
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APPENDIX 1 -  Ethical scrutiny form
University of Surrey
PsYCfïD C l in i c a l  P s v c h o l o g v
S en ’ice Related Research Project 
Ethical Scrutiny Form
The nature o f  the proposed project is such that I am satisfied that it will not require scrutiny 
by the trust’s ethical cqnimittee.
Name of Pield/Placement Supervisor:......
Signature o f Field'Placement Supervisor:
Name o f Trainee: J u j a  ........ .............................................
Tille o f  SRRP: . 1 1 ^ . . . . .  ..............
offircd k  ècnVi'cÜLoU) lu'ik a dianmsi'j
 W  A
miai ivieg QuüdjUjCnjU?
Date:
lr.ps;/.i«teU !«3siii«vrac,ul;/«ciianse-|»ouijM nl»x.'5RRf E!hKsDoc<jniiriu.EMi,-Dlnliics.djc.t-5SEA;SC.I«C('^a^7-'<AF:.S.>6Ei).Un'>Afli.l.V»ieili,eiil.>c'iil.'Kb’ |
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APPENDIX 2: Instructions for participation
Aim: To audit the psychological interventions that the team have offered individuals 
with a diagnosis of schizophrenia and their families. To compare these to standards 
set by the NICE (2002) guidelines.
Instructions: Fm going to be asking you to identify clients in your case-load who 
have a diagnosis of schizophrenia or related disorders. I will then ask you for 
demographic information for the clients you have identified including their age, 
gender and ethnicity.
I will also ask you some questions about the psychological interventions that each 
client or their family have been offered since they have been under the care of the 
team. These questions are based on the clinical recommendations from the NICE 
guidelines (2002) and the NICE. They will include questions about ongoing 
supportive counselling, provision of information, social activities, supervision for staff 
in team meetings. Cognitive Behavioural Therapy and family interventions. In some 
instances further brief questions may also be asked about the client, for example, 
whether or not they live with a family member(s). This will help us to find out how 
appropriate certain interventions may be for each client.
Confidentiality and ethical concerns: No names of clients and care-managers, or 
any identifying factor, will be disclosed. No information about the client’s distress or 
confidential information from the interventions will be asked for by the researcher.
The results will be presented as a representation of the psychological interventions 
that the team has offered, not individuals. The findings and their implications for 
future developments will be presented to the team (for example, any training needs or 
resource issues identified).
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  APPENDIX 3 -  Semi-structured interview for care managers
General Interventions
1. Has the client and/or their family been offered information about schizophrenia and 
its treatment?
2. Were social group and physical activities (including day hospital) offered to be 
incorporated in the client’s care plan?
3. Has the client and/or their family been offered discrete ongoing supportive 
counselling, that is non-directive, relationship focussed and/or focussed on client’s 
own goals?
4. Has the client’s family been offered the opportunity to participate in family/carer 
support programmes?
5. Have staff been offered team-supervision from a psychoanalytic psychotherapist 
during team-meetings for this client?
Follow-up Questions
Was this offer taken up?
Have they/did they continue(d) to use this support?
CBT and FI
1. Has the client been offered CBT?
2. Has the client and their family been offered family interventions based on a 
psychological model (e.g. CBT, systemic)?
Follow up Questions
How long was the intervention offered for?
Was this offer taken up?
Have they/did they continue(d) to use this support?
CBT Follow up Questions
At the time the intervention was offered:
Was the client able to participate in discussion about this form of intervention? 
Was the client adhering to treatment?
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Did the client have insight into the possibility of medical-model/stress-vulnerability 
explanations?
Did the client have symptoms that persisted with limited or no response to anti­
psychotic medication?
FI Follow up Questions
At the time the intervention was offered:
Was the client able to participate in discussion about this form of intervention?
Did the client refuse to allow discussion of this form of intervention with their family? 
Did the family refuse to take part in the intervention?
Did the client have symptoms that persisted with limited or no response to anti­
psychotic medication?
Did the client live with their family?
Was the client in close contact with their family?
Had the client recently relapsed?
Were they at risk of relapse. Where ‘at risk’ refers to following an acute episode or if 
had more than 2 episodes in the last year.
Was the client in the sessions with the family?
Was it a multi/single family intervention?
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schizophrenia and their families: How far do theæ  meet the NICE (2002) guidelines?" on the 7^ 
July 2005.
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standards and priorities.
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ABSTRACT
With the increasing involvement of psychologists in a host of ‘reality TV’ 
programmes that have pervaded our culture in recent years ethical dilemmas and other 
issues have been highlighted by qualified clinical psychologists. However, less is 
known about the opinions of trainee clinical psychologists who are developing as 
professionals within this climate. Six trainee clinical psychologists participated in a 
focus group to explore their perspectives. Interpretative phenomenological analysis 
(IPA) was used to analyse the data. Five main themes emerged, these were: public 
views; credibility; accessibility; professional identify and ethics/responsibility. The 
emerging themes reflected some of the concerns of qualified practitioners which have 
implications for individual practice and for the profession as a whole.
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“I’m actually a person...”
How women, who are mothers to a child diagnosed with Asperger’s Syndrome,
construct their identities.
JULY 2007
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ABSTRACT
Asperger’s Syndrome (AS) refers to a diagnosis applied to a group of individuals 
thought to be functioning at the mild end of the ‘autistic spectrum.’ Individuals may 
be diagnosed when they are thought to exhibit specific difficulties in the areas of 
social interaction, communication and patterns of interest, hut when they do not meet 
the criteria for autism. Women, who are mothers to a child diagnosed with AS, are 
reported to have encountered unique challenges in relation to their child’s diagnosis. 
However, there is little research that has specifically explored the way these women 
make sense of their experiences in the context of their life history; i.e. the way they 
construct their identities. This study reports a narrative analysis of the accounts of ten 
women who are mothers to a child diagnosed with AS. Three primary narrative 
structures were identified in their accounts: Asperger’s as a tragedy; Asperger’s as a 
challenge and Asperger’s as a happy ending. Four commonalities were also identified 
across the ten accounts: Renegotiating identity; Impact on relationships; Mothering 
‘ability’ and Battling the establishment. The findings are discussed with reference to 
other qualitative and narrative work on adjustment to chronic illness, becoming a 
mother and mothering a disabled child. The moral and cultural contexts which 
surround AS, chronic illness and mothering are highlighted and the implications of 
this research for healthcare providers are discussed.
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1. INTRODUCTION
1.1. OVERVIEW
The purpose of this study is to explore how women, who are mothers to a child 
diagnosed with Asperger’s Syndrome (AS), construct their identities. This study is 
informed by literature which focuses on identity construction; becoming a mother; 
disability, autism and AS.
Identity has been conceptualised in various ways as different epistemological 
positions have taken their place in informing psychological research. The present 
study has been most influenced by the social constructionist view of self, which sees 
identity as a fluid, dynamic and relational process. To explore self and identity from 
this position, researchers have predominately used narrative approaches.
Narrative psychology examines the different stories that individuals tell about their 
lives and it situates these within the individual’s social context to afford insights into 
the identity of the storyteller. Much of the narrative research, originating in the health 
psychology literature, has revealed that the reconstruction of self following the onset 
of chronic illness is complicated by culturally based models of disease and disorder. 
As Asperger’s has been classified as a pervasive developmental disorder, cultural 
models of chronic illness, and the impact they might have on the development of self, 
are useful to discuss as background to this study.
Cultural models of motherhood, which have been described in previous literature, are 
also relevant to the present study. Researchers have revealed that dominant messages 
and practices in the Western world are informed by a ‘prototypical’ view of 
motherhood, which is different to many women’s actual experiences. However, due 
to the cultural pressure women face to present themselves as ‘good’ mothers, many 
may not speak of these differing experiences, thus perpetuating the prototypical view 
of motherhood. This silencing of those whose experiences do not conform to 
dominant cultural discourses means that many women who become mothers may feel 
marginalised.
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In studies of women who have become mothers to a disabled child it has been argued 
that their experiences have been highly marginalised. Women who are mothers to a 
child diagnosed with Asperger’s are also likely to fall outside the prototypical view of 
motherhood. AS was recently included in the Diagnostic and Statistical Manual of 
Mental Disorders -  fourth edition (DSM-IV) as a pervasive developmental disorder 
characterised by persistent impairment in social interactions, repetitive behaviour 
patterns, and restricted interests. Some research exploring the family issues associated 
with AS has revealed that women, who parent a child diagnosed with Asperger’s, are 
likely to have experienced unique challenges in the areas of diagnosis, family support, 
specialist knowledge and educational provision. However, a review of the literature 
did not reveal any study that has explored how these experiences might impact on 
identity construction in these women.
1.2. ‘SELF’ AND IDENTITY
Throughout its history psychology has embraced a number of diverse theoretical and 
epistemological positions. The extent to which these different stand-points have 
influenced psychological theory and research has shifted over time and, as such, the 
way in which ‘self has been conceptualised has also changed.
Authors such as Bruner (1990) and Flaskas (1999) have described the way in which 
early theories of self originated in the modernist epistemological position, where self 
was considered to be a fixed, stable, concrete entity. The ‘cognitive revolution’ 
(Bruner, 1990, pp. 105) then arrived in psychology, bringing with it new ideas about 
self which continue to be prevalent in psychological thinking today. The cognitive 
model proposes that self is made up of a collection of structures or ‘self schemas’ 
which organise behaviour and give meaning to an individual’s experience (Markus, 
1990). Although this model argues that self is a dynamic rather than static entity, it 
continues to assume the notion of a ‘core’ self which really exists (Rosenbaum & 
Dyckman, 1995).
In contrast to modernist and objective assumptions of self the post-modernist view of 
self and identity has also emerged, referred to by Bruner (1990) as the ‘narrative turn’ 
(pp. 114). This social constructionist position argues that self-identity is fluid and
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constantly changing according to context and relationships; viewing self as the 
product of multiple drafts (e.g. Mason, 2004; Rosenbaum & Dyckman, 1995; Somers, 
1994). Those that adopt this stance propose that individuals cannot be understood as 
having a fixed identity that is found inside them, but rather stress that identity is being 
continuously produced. The linguistic sources of self are emphasised by this position 
and identity is seen as fluid and determined by specific historical and discursive 
contexts (Elliott, 2006). Gergen and Gergen have been key proponents of the social 
constructionist position and its application to conceptualisations of self and identity. 
They argue that in order to function viably, in a relationship, individuals must have the 
ability to demonstrate that they have always been the same, will continue to be so, and 
yet also show how they are continuing to improve (Gergen & Gergen, 1988). These 
authors therefore propose that individuals are actively involved in constructing 
accounts that are both stable and changing and this mixture of coherence and 
flexibility found in the stories people tell about themselves can be tapped by 
qualitative research methods (Smith, 1994). Narrative approaches, in particular, have 
been utilised by researchers to explore the notion of self and identity from a post­
modernist epistemological position.
1.3. NARRATIVE PSYCHOLOGY
From the earliest recorded history human beings have involved themselves in the 
development and exchange of stories. Throughout its own history psychology has 
taken a limited interest in the subject of storytelling, despite the central role it plays in 
everyday social interaction (Murray, 1997). However, alongside the development of 
the post-modern movement the narrative approach has begun to attract more attention. 
This assumes that life is not lived as a neat, chronologically ordered series of events 
but that, as self-reflexive actors, the stories we tell enable us to impose some order and 
intelligibility on events retrospectively (Frank, 1995; Miller, 2005). According to the 
narrative perspective stories not only guide a person’s interpretation of reality but are 
also the means by which identities may be fashioned (Rosenwald & Ochberg, 1992). 
The task of a narrative psychology is to explore the different stories that individuals 
tell for the insights they will offer into the identity of the storyteller (Murray, 1997).
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While each person has the capacity to produce an autobiography that is creative and 
original, self narratives are not solely of independent construction. The social and 
cultural contexts, in which an individual is embedded, offer an ultimately limited 
repertoire of available public narratives which a person can draw upon in their 
construction of self (Lewis, 2006; Gergen & Gergen, 1984; Somers, 1994). For 
example, Gergen (1992) points out that our personal identities are always gendered 
and that cultural expectations about how the two genders should express themselves 
are divergent. However, storytellers themselves may often not be aware of how their 
own stories carry assumptions that are embedded in social rhetoric. Frank (2002) 
argues that narrative research enables social scientists to enhance the legibility of 
stories by demonstrating how they are linked to their social contexts.
1.4. NARRATIVE AND ILLNESS
Narrative researchers have become particularly interested in the impact of specific life 
events and transitions on a person’s construction of self:
For many persons moments of high drama are those that most crystallize one’s 
sense of identity. It is the major victory, the danger withstood, the return of a lost 
loved one, and so on that furnish one most acutely with a sense of self (Gergen & 
Gergen, 1988, pp.26).
Illness is one such experience and it has attracted much attention from narrative 
researchers. Chronic illness has been conceptualised as an ‘assault’ to an individual’s 
sense of self by some (Williams, 1984) and as a form o f ‘biographical disruption’ by 
others (Bury, 1982), highlighting that a chronic illness experience can lead to a 
fundamental reconstruction of identity.
The reconstruction of self that is thought to take place following the onset of illness is 
considered to be further complicated by the moral implications of illness, disease or 
disorder that are inherent in societal and cultural discourses (Hyden, 1995). A number 
of researchers have therefore included in their work consideration of the impact that 
culturally-based models of illness might have on an individual’s construction of their 
own illness experience (e.g. Garro, 1994, 2000; Good, 2005; Good & Del Vicchio
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Good, 1994; Murray, 1997, 2007; Williams, 1984). Through this research, some 
authors have highlighted the role that biomedicine plays, in many western societies, in 
shaping cultural practices and expectations around illness (Bury, 1982; Garro, 1994; 
Miller, 2005). The objectivity of disease provided by the medical model gives a 
socially legitimate basis for behaviour, for which the individual carmot be blamed. 
Medical science has also contributed to the construction of a more generally held 
dominant cultural model of illness, which assumes that an individual will be 
diagnosed, seek treatment and then recover. Some authors have highlighted how 
people’s personal illness histories can contrast significantly with this dominant 
cultural model. For example, some unsuccessfully seek care and effective treatment 
(Garro, 1994) whilst chronic conditions make it difficult for people to complete their 
stories and put the illness behind them (Good and Del Vicchio Good, 1994).
Other studies which have explored the meaning of illness for a person’s sense of 
identity have highlighted the stigma that exists around particular illnesses, diseases or 
disorders. For example, Mathieson and Stam (1995) exposed the cultural stigma 
associated with cancer and as a result found that a key feature of many cancer 
patients’ narrative accounts was feeling the need to keep a ‘stiff upper lip.’ Stigma 
has also been highlighted in relation to people who are emotionally distressed and 
have been subsequently diagnosed with a ‘mental illness’ such as ‘schizophrenia’ 
(Read et al, 2006).
Common to the majority of this research is the idea that, for many people, illness 
narratives are stories of self change (Frank, 1993). These stories are highly 
personalised and are embedded in individual lives and experiences. Yet individual 
reconstructions are also situated within shared cultural models which underlie the 
diversity of individual accounts (Garro, 1994). The narrative approach provides a way 
of examining the processes an individual might go through in aligning their own 
personal experiences with pre-existing cultural models (Garro & Mattingly, 2000). 
Beyond the chronic illness experience, some researchers have utilised narrative 
approaches to explore other life transitions, such as motherhood, which may also have 
major significance for individual biographies (Miller, 2005).
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1.5. BECOMING A MOTHER
The dominant messages and practices around motherhood in the West remain 
grounded in the notion of mothering as ‘instinctive’ and ‘natural,’ where gendered 
assumptions and stereotypes continue to shape the experiences of those who become 
parents (Miller, 2005). This has crucial implications for a woman’s sense of self when 
during the transition to motherhood she must work to develop and incorporate an 
understanding of herself as a mother into the way she sees herself more broadly. The 
birth of a child can therefore be seen to provide a narrative ‘turning point’ for many 
women (Miller, 2005).
Despite the complicated contexts in which women must make sense of their 
experience of becoming a mother psychological research has largely neglected aspects 
of women’s lives that are grounded in their own accounts (Birch et al, 2002). Due to 
this gap in the literature, some researchers have begun to use narrative approaches to 
explore how child-bearing women see themselves within their societal contexts; 
prioritising women’s individual accounts of their experiences and revealing the 
dominant cultural messages that surround motherhood (e.g. Barclay et al, 1997; 
Duncan & Edwards, 1999; Miller, 2005; Smith, 1994).
Miller (2005) has highlighted that, for women in the West, becoming a mother is often 
an increasingly planned event where choice and control are more dominant features 
than ever before. Miller argues that, in many Western contexts, child-bearing women 
are increasingly reliant on ‘expert’ medical opinion so that the legitimacy given to 
medical knowledge leaves little space for other ways of knowing. This has led to 
distinctions being made between those who are regarded as ‘expert;’ the medical and 
health professionals and those who are not; child-hearing women. It has been argued 
that this ‘médicalisation’ of child-bearing has many implications. For example 
women’s own knowledge, which was considered to be secondary to medical opinion 
in the antenatal period, is suddenly expected to come to the fore in the postnatal 
period. It is assumed, at this point, that women will ‘instinctively’ know how to 
mother and medical support is withdrawn. Furthermore, the dominance of medical 
discourse contributes to the notion that women can he defined as ‘good’ or ‘bad’
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mothers, where compliance with the medical model is seen as ‘acting responsibly’ 
(Miller, 2005).
Weingarten et al, (1998) highlight that women are bombarded by messages about 
what constitutes ‘good’, ‘bad’, ‘right’ and ‘wrong’ mothering practices which, they 
believe, have exerted a powerful and destructive influence on family life. They 
further contend that unrealistic demands have been placed on women to fulfil the 
prototypical ‘good’ mother role and that this has led many women to feel that their 
own experiences have been marginalised.
It is possible to derive the prototypical ‘good mother.’ She is likely to be white, 
married, not working in a job that takes her away ‘too much’ from her parenting 
responsibilities; she has only one or two children, and they do not have any 
physical defects or behavioural problems; she conceived her children and is 
raising them in a heterosexual relationship; and she and her spouse are older than 
20 years of age and are of the same ethnic and racial background. The more a 
mother deviates from this prototype, the more likely that she or her mothering 
practices will be marginalised (Weingarten et al, 1998, pp.6-7).
This extract illustrates that many women’s expectations of mothering will have been 
informed by mothering practices which have centred on the voices of those who 
conform to the prototypical ‘good’ mother. As such many women will find that their 
mothering experiences do not resonate with their expectations but, due to the moral 
context in which women become mothers, they may feel unable to challenge the 
dominant ideologies of motherhood. Instead many women may feel pressurised to 
produce culturally recognisable accounts of mothering in order to demonstrate to 
others that they are ‘good,’ competent mothers. This silencing, of those whose 
experiences do not conform to dominant cultural discourses, helps to perpetuate the 
myths of motherhood (Miller, 2002). The prototype therefore continues to prevail 
while those whose experiences fall outside of this dominant narrative continue to feel 
marginalised and silenced.
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Many women, who have taken part in qualitative research and spoken about their 
experiences, revealed that they have felt alone, isolated and drained and had not felt 
ready for the ‘reality’ of motherhood (Barclay et al, 1997). The women commonly 
described feeling as if people were monitoring their ‘inadequate’ mothering skills 
rather than supporting them (Barclay et al, 1997) and, for some, venturing into public 
places proved challenging as they felt open to scrutiny and judgement from others 
(Bell & Rihhens, 1994; Miller, 2005). Many women struggled to retain a sense of self 
or an identity which was not subsumed by mothering or motherhood and some 
reported a loss of social roles. However, most reported achieving a stronger sense of a 
recognisable self when their child became older and they began to resume work 
outside the home (Barclay et al, 1997; Miller, 2005).
1.6. MOTHERING A DISABLED CHILD*
Arguably, women who have become mothers to a disabled child or children do not 
conform to the ‘prototypical’ mother and, as such, their experiences are likely to have 
been marginalised and their voices silenced. The challenges of what it takes to be 
seen as a ‘good’ mother become heightened by disability, where some women might 
believe that they must ‘bear their lot’ and keep silent about the physical and emotional 
demands of caring for their child or children (Greenspan, 1998). Traditional 
psychological research has perhaps contributed to this notion by using pre-defined, 
divisive categories to compare how parents are ‘adapting’ to having a disabled child 
(e.g. Taanila et al, 2002). Much of this traditional research has also been based on 
the medical deficit model which assumes that a disabled child will adversely affect the 
family system, creating a ‘burden’ in care-giving (Kwai-Sang Yau & Li-Tsang, 1999). 
The relative lack of research exploring women’s own accounts of their experiences 
has led to an absence of an honest, balanced and informed understanding of the 
potential joys, challenges and difficulties that these women might face. Greenspan 
(1998) argues that this perpetuates a sense of ‘mothering at the margins’ amongst 
women who become mothers to a disabled child. Qualitative researchers have, 
therefore, begun to explore the way in which these women might construct their
^For the purpose o f this study the term ‘disabled child’ or ‘disabled children’ has been used. This is in 
recognition of the understanding that disability is a form o f social oppression rather than being 
something that ‘belongs’ to the child (e.g. Kelly, 2005; Dowling & Dolan, 2001),
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identity within the context of cultural assumptions and dominant discourses about 
motherhood.
Such research has revealed that women, who are mothers to a disabled child, often 
find it difficult to talk about their lives beyond motherhood; their identities are often 
based upon, and subsumed by, their special status as mother (Todd & Jones, 2005). 
Whilst many of the women interviewed about their experiences did express future 
aspirations, which were not contingent on their ‘parental identity,’ their hopes were 
often given a lack of legitimisation from professional systems who Todd and Sheam 
(1996) argue seem unable to distinguish between the ‘parent’ and the ‘person.’ This 
neglect of the rights and opportunities of these women to develop important life 
domains, such as employment, has been proposed to be another source of stress to add 
to that derived fi*om their care-giving tasks (Sheam & Todd, 2000).
Greenspan (1998) highlights that disabled children are highly ‘medicalised’ people 
and she argues that this is one of the primary causes of marginalisation to women who 
are mothers of a disabled child. She claims that many medical professionals 
commonly ignore the intuitions and insights of mothers, thereby undermining the 
woman’s sense of adequacy and ability to protect her child. Todd and Jones (2003) 
also found that services play an important part in shaping parental self identity in 
women who parent a child diagnosed with an intellectual disability. In their study, the 
women reported that their behaviour or character had been placed under scmtiny by 
professional networks and described having been labelled as ‘neurotic,’ ‘confused,’ or 
‘fussy’ mothers despite the legitimacy of their claims.
Some research has revealed that women, who parent a child diagnosed with an 
intellectual disability, describe themselves as having become ‘fighters’ for their 
children, where the role of ‘advocate’ has become a cmcial part of many of their 
identities (e.g. Gray, 2001; Todd & Jones, 2003). Although the women who took part 
in this research were aware that their behaviour might attract a negative reaction from 
professionals, it was a role that they felt was consistent with ‘good’ mothering 
(Landsman, 1998).
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Despite, the cultural pressure for women who parent a disabled child to prove 
themselves as ‘good’ mothers some research has shown that women are able to 
actively select or resist some of the dominant, cultural messages about disability and 
motherhood. For example, Skinner et al, (1999) interviewed a group of Latino 
women, who were mothers to disabled children and who were strongly influenced by 
Catholicism. This research found that the women drew upon the more positive 
cultural ideology of the Catholic faith to construct views of themselves as ‘good’ 
mothers and their child as a special child, rather than drawing upon the alternative 
model, also advocated by their faith, which would position them as sinners and their 
child as a symbol of that sin. Alongside this research. Landsman (1998) found that 
mother of disabled children often construct narratives of hope, actively resisting or 
revising dominant societal narratives and cultural understandings of what constitutes 
normality and perfection. She argues that this highlights and challenges the notion, 
presented in much of the psychological literature, that ‘parental adjustment’ is simply 
a matter of becoming resigned to the tragedy of not having a ‘normal’ child.
1.7 ASPERGER’ SYNDROME (AS)
Women who are mothers to a child diagnosed with AS are also likely to fall outside 
the prototypical view of motherhood described by Weingarten et a l (1998). Despite 
this, the research literature has largely neglected family issues associated with AS 
(Charman & Clare, 1994). In order to set a context to present the limited research that 
has been carried out in this field, it is important to first review how the description of 
AS was developed and how it is most commonly defined.
1.7.1. A historical overview
Asperger’s Syndrome was originally described by the Austrian paediatrician Hans 
Asperger (1944). He identified a group of children with specific difficulties in the 
areas of social interaction, communication and patterns of interest and used the term 
‘Autistic Psychopathy’ to describe this cluster of behaviours. Working independently 
from Asperger, Leo Kanner (1943) described children with a more severe expression 
of similar difficulties in social interaction, communication and patterns of interest. 
Whilst Asperger’s work remained virtually unknown outside of German-speaking
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countries until the early eighties, Kanner’s work subsequently dominated the view of 
autism and influenced diagnostic criteria (Attwood, 1998).
Loma Wing (1981) is recognised as having drawn the English speaking medical 
community to the existence of Asperger’s work by summarising his observations and 
providing clinical illustrations. She suggested the term ‘autistic spectrum disorder’ 
(ASD) to illustrate that there is variability across individuals in the degree to which 
they will experience the ‘triad of impairments’ in social interaction, communication 
and imagination. She introduced the term AS to refer to the group of individuals 
functioning at the higher end of the ‘autistic spectrum,’ who exhibited social 
difficulties, repetitive behaviour and narrow interests, but who did not show a 
significant delay in language or cognitive development.
Since 1994, when AS was included in the fourth edition of the Diagnostic and 
Statistical Manual of Mental Disorders (DSM-IV) as a pervasive developmental 
disorder, the number of individuals with the diagnosis has grown exponentially. 
Current estimates reveal the incidence of individuals with the diagnosis to be 1 in 300 
(Fling, 2003). Due to its use in clinical settings and its relatively late arrival in the 
field of autism, AS therefore remains a fruitful area for research (Baron-Cohen, 2006).
1.7.2. Mothering a child diagnosed with AS
The theoretical literature, underpinning our understanding of AS or autism, may have 
had a particular role to play in the development of cultural ideas about the parents of 
those with such a diagnosis. For example, a popular and prominent idea during the 
1950s was that autism was thought to be caused by ‘bad’ parenting (Rinehart et ah, 
2002). This originated from Leo Kanner’s original work where he described the 
parents of children with autism as cold, formal, introverted, detached and highly 
rational (Rimland, 1965). These observations led to the term ‘refrigerator parent’ 
being used to describe the ‘mechanical attention’ that Kanner had observed parents 
paying to their child. Though the term ‘refrigerator parent’ is now considered to be an 
outdated idea, more recent research suggests that parents of a child diagnosed with AS 
might also show a mild variant of the ‘anomalies’ found in their children, termed the 
‘Extended phenotype’ (Baron-Cohen & Hummer, 1997).
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The concepts of ‘refrigerator parent’ and ‘extended phenotype’ are two examples of 
the theoretical discourses around autism and Asperger’s, which may impact on the 
way in which parents, of a child with such a diagnosis, see themselves or construct 
their identities. Some researchers have been interested in exploring this idea further 
and Gray (2001) examined how parents of children with autism made sense of their 
experiences. Three ‘narratives of autism’ emerged from this research; 
accommodation, where parents accepted the biomedical account of autism and 
endorsed professional based ideologies of adjustment and adaptation; resistance, 
where parents redefined themselves in terms of political activism and personal 
assertiveness and transcendence, where parents drew on their religious faith to make 
sense of their children’s difficulties.
There has been limited research interest in exploring the experience of parenting a 
child with AS from a narrative perspective, where issues of identity construction are 
the focus. However, the literature to date has revealed a number of unique 
experiences that confront those who parent a child with a diagnosis of Asperger’s or 
an ASD more generally (e.g. Bouma & Schweitzer, 1990; Dumas et al, 1991; Gray, 
2003; King et al., 2006; Pakenham et al, 2004, 2005). These unique experiences, 
outlined below, may well influence the way that parents, and particularly mothers, 
will construct their identities making this a fruitful research area.
Although problems associated with diagnosis, family support, specialist knowledge, 
information and educational provision can be experienced by parents of all children 
with ‘special needs’ (Stallard & Lenton, 1992), research reveals that parents of 
children with a diagnosis of ASD or AS are likely to have encountered unique 
difficulties in these areas. For example, research literature suggests that although 
many parents will have concerns about their child from an early age, a diagnosis will 
often not be made by a healthcare professional until much later (e.g. De Giacomo & 
Fombomme, 1998; Gilchrist et al, 2001; Howlin & Moore, 1997; McConachie et al, 
2005; Smith et al, 1994, Young et a l 2003). Furthermore the National Autism Plan 
for Children (NIASA, 2003) underlined that when parents first present with concerns 
the response of many professionals is often inappropriate reassurance or giving the 
impression, to the parent, that they are ‘over-anxious.’ Howlin & Asgharian (1999)
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have noted that difficulties obtaining a diagnosis of AS can be even greater than for 
autism because the child’s difficulties may be less evident and because they do not 
show marked cognitive or language delays. In this instance, parents’ concerns are 
therefore even more likely to be dismissed by professionals as being without 
foundation and behavioural problems may also be attributed to ‘inadequate’ parenting. 
Alternatively, non-autistic spectrum diagnosis such as Attention Deficit Hyperactivity 
Disorder (ADHD) may be suggested (Howlin & Asgharian, 1999) or a vague 
diagnosis such as ‘autistic features’ might be given (Brogan & Knussen, 2003).
The delays and problems with obtaining a formal diagnosis of AS are often only the 
first confrontation with difficulties that many parents experience in obtaining 
appropriate support, education and information for their child (Renty & Roeyers,
2006). Many families experience a lack of support offered from services following 
diagnosis and Dale et al. (2006) found this left mothers feeling frustrated, isolated, 
angry and burdened by the responsibility they felt for needing to help their child. In 
situations where parents felt unable to have their child’s needs met within the 
constraints of the existing systems, research has found that they may also find 
themselves in the role of activist. In this role parents’ have the tasks of educating 
themselves, familiarising themselves with their legal rights and challenging accepted 
practices in order to make sense of their child’s diagnosis and to claim the appropriate 
support (Nesbitt, 2000; Pakenham et al, 2004; Sperry et al, 1999). Mothers are more 
likely than fathers to adopt this role and as a result mothers more frequently report 
disruptions to their career as a result of their parenting status (Gray, 2003). The 
experience of AS among family members, therefore, seems to have the potential to 
restrict women to largely traditional gender roles in their families, undoing the 
moderate progress that has been made by women to pursue less traditional roles.
The impact of these challenges on the mental health of women, who parent a child 
diagnosed with AS, has also been explored. Gray’s (2003) study found that women 
were more likely than men to report changes in their emotional well-being as a result 
of their child’s diagnosis. Many of the women also reported that they relied on talking 
to families and friends as a way to deal with their emotions. The support of other
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mothers of autistic children was often seen as especially valuable because the women 
believed that they could more readily appreciate their problems.
The mothers of children with a diagnosis of Asperger’s present a unique population 
whose experiences are very often not heard or are voiced through their own efforts to 
write and publish (e.g. Fling, 2003; Lasalle, 2003). Whilst these resources are 
invaluable to professionals and other parents there has been very little research 
exploring what it means to be a mother to a child diagnosed with AS. There has been 
even less research interest focussing on how this might impact on identity construction 
for these women, particularly given the moral and cultural context in which women 
become mothers.
1.8. PRESENT STUDY
Previous research has revealed that people are actively engaged in constructing their 
sense of self during times of transition, such as chronic illness or becoming a mother. 
These studies have also highlighted that the personal accounts people give of 
themselves do not occur in a vacuum and identity construction is influenced by the 
wider societal and cultural discourses in which an individual is embedded.
Given that mothering takes place within a cultural and moral context how do women 
who do not fit the dominant prototype, because of their child’s Asperger’s diagnosis, 
see themselves? The current study aimed to explore this issue by focussing on the 
question: How are the identities of mothers who parent a child diagnosed with AS 
constructed? How do these women make sense of and story their experiences? What 
cultural discourses might be influencing the stories they tell? How do they align their 
personal accounts with the broader cultural discourses that exist around motherhood, 
illness and disability?
Narrative analysis was chosen as the most appropriate method to explore these 
questions. Narrative methods do not focus on determining the accuracy, objectiveness 
or ‘truth’ of the story but pay particular attention to understanding how individuals 
make sense of and ascribe meaning to events, transitions or periods of disruption in 
their lives (Miller, 2005; Skinner, et al, 1999). Although other qualitative research
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methods, such as Interpretative Phenomenological Analysis (IPA) (Smith, 2003), also 
attempt to understand people’s experiences and meaning making in context, narrative 
analysis is the method most often used to explore issues of identity. Narrative 
methods were also selected, over other qualitative methods, because the study is 
interested in the temporal nature of the women’s accounts; i.e. their life stories.
Despite the growing interest of narrative approaches there is, as yet, no single analytic 
approach, or standardised list of procedures that is generally recognised as 
representing the narrative model of analysis. The interpretative analysis of a narrative 
account is, therefore, a subjective exercise where the researcher must have an 
empathie understanding of the way in which the participants have made sense of 
events and experiences (Elliott, 2006). There are a number of underlying principals 
and philosophies that can be used to inform the narrative researcher. The analytic 
approach used in this study drew on the writings of a number of narrative researchers 
in order to understand, engage and empathise with the participant’s accounts as fully 
as possible.
Firstly, narrative analyses can be characterised as to whether they study the content or 
form. Secondly, whilst some researchers attempt a holistic analysis, preserving the 
complexity and coherence of the person’s story, others are more categorical and 
sections of text are extracted according to categories or themes (Libelich et al, 1998). 
Frank (1992) argues that rich, thick descriptions of experience militate against being 
placed into administrative categories and Hyden (1997) underlines that a narrative 
approach should encapsulate and emphasise the temporal way in which events are 
ordered. Narrative, therefore, has moved away from an exclusive focus on content 
and categorical analysis to concern itself more with the form of the story; what is 
conveyed and how it develops over time (Elliott, 2006).
To holistically examine the form and temporal nature of a narrative account, Murray 
(1997,2003) recommends the use of a summary which draws out the beginning, 
middle and end of the participant’s account. Murray also draws on the work of 
Gergen and Gergen (1984) who described the way in which the analytic process can 
focus on the sense of movement or direction of the plot through time. The authors
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state that there are only three prototypical narrative forms that people can draw on; 
progressive, regressive and stable. Lieblich et al. (1998) in their review of Gergen 
and Gergen’s work described that in the progressive narrative the focus of the story is 
on advancement, achievement and success; in the regressive narrative there is a course 
of deterioration or decline while in the stable narrative there is no evidence of 
progression or decline. Gergen and Gergen (1984) also draw on genre/typology 
borrowed from literature to describe the way in which these narrative forms can be put 
together, for example, they describe a series of progressive/regressive stages as a 
‘romantic saga.’
A number of researches have also highlighted that narratives exist at different levels 
so that they encompass the lived experience of the person but are also powerfully 
shaped by the stories that are shared by certain communities and societies (Murray, 
2005). Elliott (2006) argues that, because narratives are embedded in their social and 
cultural context, there is scope for the researcher, alongside examining the form of the 
narrative, to produce a ‘collective narrative’ in order to reveal the societal assumptions 
on which personal narratives might be based.
2. METHOD 
2.1. ETHICS
This study was granted ethical approval by the Ethics Committee, University of 
Surrey in October 2006 (see Appendix 1)
2.2. PARTICIPANTS
Participants were recruited through a local branch of the National Autistic Society 
(NAS) and a local Asperger support organisation. These organisations serve a 
suburban area of Southeast England. After gaining approval from both organisations, 
the researcher displayed an advert in an edition of their newsletters (see Appendix 2). 
Fourteen people expressed an interest in taking part. The researcher sent them an 
invitation letter (see Appendix 3), a copy of the information sheet (see Appendix 4) 
and a consent form (see Appendix 5). Ten individuals gave their consent to take part.
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The narrative approach to research has been used with very different sample sizes 
(Elliott, 2006). For the purpose of this study ten participants were recruited as it was 
hoped that this number would provide a rich source of data which would be 
manageable to synthesise and would not result in a superficial analysis (Malterud, 
2001; Yardley, 2000). The following inclusion criteria were used:
1. Participants had to be the biological, adoptive or step mother of a child who had 
been diagnosed with AS. The diagnosis of AS was not confirmed via access to 
medical records as the children were not the focus of the research.
2. Participants had to be fluent in English as using a translator might lead to some of 
the meaning being lost from the women’s accounts (Raval & Smith, 2003).
Table 1 (next page) displays the demographic details of those who participated in the 
study. Ages ranged fi-om 37 to 72 years (mean age = 49.2). Eight participants were 
married, one was divorced and one was co-habiting with a partner. All participants 
were white British. Seven participants were employed (one full-time (FT), six part- 
time (PT)) and one was retired. The number of children each participant had ranged 
from 1 to 4. The ages of the participants’ child/children who had been diagnosed with 
AS ranged from 7 to 45 years (mean age of child/children who had been diagnosed 
with AS = 16.2). The age their child/children were when they received a diagnosis of 
Asperger’s ranged from 3 to 30 years (mean age of diagnosis = 9.7). All participants 
identified themselves as their child’s biological mother. Seven of the participants 
were members of the local NAS, two were members of the Asperger support group 
and one was a member of both organisations. Participants had been members of their 
organisations from 2.5 to 8 years.
2.3. INTERVIEW STRUCTURE
The narrative interview does not impose a rigid structure by asking a standardized set 
of questions (Murray, 2003). Instead it is designed to empower the participant to set 
the agenda so that they can give a detailed, complete account of their experiences 
(Mishler, 1986). Many narrative researchers have therefore used the biographical or 
life story format where participants are asked a general question at the start of the
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interview to encourage them to provide an extended account of their lives (e.g.
Murray, 2007; Ohman & Soderberg, 2004). Research adopting a life story approach is 
thought to be particularly valuable in examining the way in which a chronic condition 
can shape a person’s sense of identity (Garro & Mattingly, 2000). This research used 
a life story approach, rather than a semi-structured interview, to enable participants to 
choose where to start their story and to choose which issues they would like to focus 
and elaborate on. The opening question asked was: “I was wondering if you could tell 
me about yourself?”
Murray (2003) highlights the importance of the researcher showing an interest in the 
participant’s narrative account to facilitate the participants telling their story. The 
author advises the researcher to adopt a conversational style during the interview and 
to introduce supplementary questions designed to gain clarification or to further 
explore any points raised. The researcher therefore decided to use supplementary 
questions throughout the interviews such as, “Can you tell me a bit more about that?” 
as well as reflecting back on statements that the participants had made.
2.4. INTERVIEW PROCEDURE
As the interview structure had only one planned question it was important to put 
participants at their ease so that they would feel able to talk about their experiences 
freely. Before commencing the interview, the researcher asked the participants 
whether they had any questions about the research. Participants were then asked to 
complete a demographics form (see Appendix 6) so as to situate the participants in 
context and to provide an opportunity for the researcher to build rapport with the 
participant. It was explained to the participants that the aim of the interview was to 
learn about their life and experiences and that there were no ‘right’ or ‘wrong’ 
responses. Of the ten women who took part in the study, one was interviewed at the 
researcher’s place of work whilst the remaining nine were interviewed in their own 
homes. All interviews were audio-taped and lasted between 45 and 90 minutes.
2.5. ANALYSIS
Data was analysed using the qualitative approach of narrative analysis (e.g. Murray, 
1997, 2003, 2007). The interviews were transcribed verbatim (see Appendix 7)) and
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were read a number of times for the researcher to acquire familiarity with the overall 
structure of the narratives. As suggested by Murray (2003) the researcher wrote a 
summary of each account drawing out the beginning, middle and end of each story. In 
order to further capture the form and overall structure of the account, the researcher 
also drew on the work of Gergen and Gergen (1984), noting the underlying narrative 
orientations by identifying the progressive, regressive and stable parts of each 
account. Finally, the researcher made note of the personal, interpersonal and societal 
levels apparent in each narrative account, linking the person’s construction of events 
with the societal discourses and assumptions which the researcher felt may have been 
used to inform them (Murray, 2005). The researcher engaged with each, individual 
account in this way to inform the results. An example of this process can be found in 
Appendix 8.
Through the analytical process the researcher identified three primary narrative forms 
or orientations. Each of these has been described along with a detailed example of 
this form. In order to also address the social and cultural discourses, within which the 
accounts were embedded, commonalities between the narratives were also identified. 
These were generated by collating the common themes present across the ten 
summaries.
2.6. QUALITY AND CREDIBILITY OF THE RESEARCH PROCESS
A number of "writers have suggested that an attempt should be made to find 
appropriate ways to demonstrate quality and credibility in qualitative research (Elliott 
et al, 1999, Yardley, 2000). Below two key principals, which have been identified as 
indicating good quality in qualitative research, will be focused on. Firstly, the 
researcher will reflect more broadly on her training, experiences, beliefs and cultural 
background to make transparent the way in which these may have impacted on the 
research process. Secondly the author will comment on the methods used to ensure 
the credibility of the analysis (Elliott et al, 1999, pg.222).
2.6.1 Reflection-Training, experiences and values related to the research question
I am a white, British female, aged 26 .1 am unmarried and have no children but I do 
hope to become a mother. I have always anticipated motherhood to be a fulfilling
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experience and have assumed that if I became a parent I would continue to pursue my 
career and personal interests. I have worked as a ‘health care provider’ in the NHS for 
five years; I value my career pathway in clinical psychology where I particularly 
enjoy working with children and their families. I have always had an interest in the 
way in which families, and particularly mothers, manage the experience of having a 
child with a diagnosable disability. This is perhaps due to my own expectations about 
what motherhood will be like for me and how I would manage any experiences that 
did not meet with my expectations. My interest in this area was stimulated further 
when, as part of one of my clinical placements, I facilitated a group for parents whose 
children had been diagnosed with AS. This group was mainly attended by the 
children’s mothers. Through this work I was struck by their experiences of 
motherhood and felt saddened by the way in which they described their concerns for 
their child having been dismissed by professionals and the difficulties they had 
experienced in getting adequate support for their child. I was also struck by the way 
in which support organisations, such as the NAS had become a central part of some of 
the mother’s lives. This led me to wonder about the way in which these experiences 
may have impacted on the women’s identity. My assumptions around this were that 
their experiences would provide an extra challenge to motherhood not faced by other 
groups of mothers in society. I also felt that there would be differences in the way in 
which the women managed their experiences and that this would be influenced by a 
number of factors including the support networks they had available, their 
expectations of motherhood and the way they saw themselves as a person, both before 
they became a mother and since.
2.6.2 Credibility checks
To provide credibility for my analysis the researcher sent all the participants a copy of 
the ‘Results’ and invited their comments (see Appendix 9). Four of the women 
responded. Smythe and Murray (2000) highlight the importance of participants’ 
feedback standing alongside the interpretations made by the researcher. The results 
section therefore includes a summary of the comments made.
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3. RESULTS
3.1 NARRATIVE FORMS
Three main narrative orientations in the accounts of the women emerged: AS as a 
tragedy; AS as a challenge and AS as a happy ending. The clearest example of each 
narrative form has been described below in detail. The extracts from the interviews 
have been edited to remove any repetition or incoherence.
3.1.1 Asperger’s as a tragedy
Four of the women’s accounts were characterised by this narrative orientation; these 
women felt that their lives, and their hopes and dreams for their children, had been 
devastated by AS. These accounts revealed a progressive beginning followed by a 
‘turn of events’ where the middle and end parts of the accounts were typified by a 
course of deterioration or decline. The women, whose accounts took this form, 
expressed an overwhelming feeling that their lives had got increasingly more 
challenging and would continue to do so in the future.
Catherine's story
Catherine was 61 years-old when she was interviewed. She is married to Alan and has 
one daughter Natasha, aged 23, who was diagnosed with AS when she was 15 years- 
old. Catherine described her life since having Natasha as a series of ongoing struggles 
and difficulties, highlighting that her life had become more challenging as Natasha 
had got older. Catherine’s account does not have a clear ending in the sense that she 
has completed her journey. She is still in the midst of her story and sees herself as 
being engulfed by the difficulties and challenges that being a mother to Natasha has 
brought. Catherine described seeing the future for Natasha as bleak and she expressed 
her anger at the way in which she and her daughter had been treated by society.
Catherine began her account by briefly talking about her life before having Natasha. 
She defined herself as a career woman, who had never been particularly interested in 
motherhood. She emphasised the societal pressure she had felt on her to have a baby 
and highlighted that she had a child relatively late compared to most women at that 
time:
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I was a career woman working in the music business with groups like [names 
bands] [...] it was my life and I was never particularly keen on motherhood, it 
never was something which I’d wanted to do although in my heart I knew I should 
have a baby to feel part of whatever this is, and finally fell pregnant at 39, which is 
quite late for a mother, at least in those days it was.
Catherine described how, even though Natasha was her first child, she saw 
‘differences’ between Natasha and other children. Catherine became actively engaged 
in trying to make sense of these:
All the time Alan and I were reading books, “Why she’s so different?”, “Why’s 
she so strange?”, “Why don’t people like her?”, “Why can’t she make friends?”
All little children all getting together and you’d go to the pre-school play group 
and she would be sitting on her own reading a book.
Despite giving up her career and life to become a mother in order to feel part of 
things, Catherine expressed the way in which she felt herself and Natasha had been 
rejected and isolated from society. She described how her hopes and expectations that 
her daughter would be accepted and popular were smashed and that she too found 
herself being rejected and isolated by her own peers:
She was always the last one to be picked as a partner. If ever they went into 
groups and Natasha had to go in a group they would say “Oh no not her.” [...] So 
you can imagine how that made me feel. Every mother wants their child to be 
popular, to have friends. Not only was she not popular but she was actually 
disliked and people actively avoided her [.. .]I found more and more people who 
used to stand with me [at the school gate] moving away and moving with another 
group [...] so in the end I became very, very isolated from everybody there was 
just me standing on my own. And my daughter standing on her own with me.
Alongside this Catherine also found that other people blamed her parenting for 
Natasha’s differences. Catherine at first compared herself to other mothers and 
initially rejected the idea that she was responsible. However, Catherine then described
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the way in which she was led to doubt herself by health professionals, highlighting 
how, in Western culture, health professionals are seen as ‘expert’ whilst child-bearing 
women are not (Miller, 2003):
All of whom [professionals Catherine consulted] had said basically it’s a parent 
problem. It was nothing to do with her; you are not bringing her up in the right 
way. So they sent me on parenting classes [...] I felt awful. I felt I had totally 
failed her and I didn’t know how [...] I did blame myself, I thought I am 
obviously doing something, these are the experts, they know what they are talking 
about.
Finally, Natasha was diagnosed with AS, and Catherine described how she felt 
vindicated; finally her own knowledge as mother to her child had been recognised, 
accepted and validated by ‘experts.’ However, Catherine illustrated how her hopes 
that things would improve from this point were also shattered:
I thought everything is now going to change, it’s all going to be different. She’s 
got a medical condition; she’s not mad, bad or sad you know I’ve been vindicated: 
I’m not a fussy, over-protective, bad parent [...] but of course it didn’t work out 
that way [...] it got far, far worse.
Catherine then spoke of the way in which she no longer has hopes and dreams for her 
own future and for that of her daughter; fearing that she will be let down again:
All the things which parents long for, for their children, [like] getting married, 
having children, setting up house, a job whatever [...] all those things are totally 
barred to me. They will not happen. I have to be realistic. I would love to think 
that they would happen, but they won’t happen and I have to kind of come to 
terms with that. Because iff  start thinking they will happen, the disappointment 
will be too great.
Catherine described how she feels her own life has stopped and has become 
completely defined by AS. She highlighted the lack of understanding from those who
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were close to her and sees their experiences of motherhood as being completely 
different to her own. This part of Catherine’s account is in stark contrast to the way in 
which she described herself at the beginning of her account; as a career woman where 
music, not Asperger’s, dictated her life:
Our lives have stopped. We don’t have a life [...] our lives are totally defined and 
confined by autism. You know we have become as dysfunctional in that sense as 
she is. I seem to have lost most of my friends because they don’t understand 
autism and the worst that can happen to their daughters is that they’ve had a break­
up with their boyfriend.
Catherine expressed her anger with professional systems who had failed to recognise 
Natasha’s difficulties and provide her with adequate support. She explained how this 
had driven her to set up her own Asperger support group. Despite this activist role 
Catherine portrayed a feeling of helplessness where she depicted things as having 
changed for the worse as Natasha had got older. She described the way in which she 
has been left with no option but to become a battling parent, fighting for the needs of 
her own child and the needs of other families who are also devastated by AS:
And so as a parent it’s a constant never-ending battle fi’om morning to night. 
Things don’t change. In fact as Asperger kids get older it tends to get worse, [...] 
once they hit 18 and they may come out of education, or when they leave college, 
they’re on their own. Everything falls away; therefore that’s when the parents 
again have to pick up the total burden for their children.
3.1.2 Asperger’s as a challenge
This narrative orientation was apparent in the accounts of the women who portrayed 
AS as a challenge that they had to deal with on a daily basis. These accounts 
encompassed both regressive and progressive phases, which were put together in such 
a way that the drama of the women’s experiences was emphasised. Four of the 
women’s accounts were typified by this orientation where the pragmatic and activist 
roles they had taken in relation to AS were often highlighted.
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Katrina's story
Katrina is a 51 year-old married woman who used to have a career in the performing 
arts industry. She now works as a learning support assistant at a local college and has 
two sons. Her eldest son James was aged 14 at the time of the interview and had been 
diagnosed with AS when he was ten years-old. Katrina’s account portrayed the events 
in her life, since having James, as a series of dramas. She described the way in which 
each event had demanded something from her and explained how she had intervened, 
emphasising her role as advocate or hero for her son. Katrina’s account does not have 
a clear ending; she is still engaged in her battle to ensure her son receives the 
appropriate support. The final part of Katrina’s account is made up of a number of 
reflections on her life where her narrative oscillates between what she could have 
done, had James not had a diagnosis of AS, and what she feels she has gained for 
herself as a person on account of him having this diagnosis:
At the beginning of her account, and throughout it, Katrina emphasised the knowledge 
that she has always held as a mother. She described always knowing that there were 
‘problems’ when James was very young, despite it not having been acknowledged or 
diagnosed by professionals:
I knew there was a problem it didn’t matter that no one seemed to know what it 
was I knew there were problems [ ...] !  never forget when Robert [James’ younger 
brother] was first bom and they [the health visitor] came round to visit the new 
baby like they have to do. James was literally, we were scraping him off the 
ceilings [...] and I left it thinking will you say in a minute that this child has a 
problem? Will you actually stand up and go, “Is he like this all the time?” and I’d 
go, “Yes, yes he is and we need help” but she didn’t at any point.
Katrina described eventually finding an ally in a Special Educational Needs 
Coordinator (SENCO) at James’ school who validated and backed up Katrina’s own 
feeling that there were ‘problems.’ In this part of her account Katrina highlighted the 
need for professional back-up; where her own expertise was not considered to be 
enough. The support she received from the SENCO led to James receiving a diagnosis 
of both Attention Deficit Hyperactivity Disorder (ADHD) and AS:
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I mean again because it was a professional saying, “I think this child has this” and 
somebody of note knew her stuff they agreed for me to see a psychiatrist [...] so 
we got a diagnosis, we got medication.
Following her son’s diagnoses, Katrina described many of her encounters with 
professionals and professional systems, particularly the education system. She 
described feeing fobbed off and having to battle to be heard:
When I went and said to him, [James’ head-teacher] “Oh he’s been put in a 
dustbin today, why’s nobody doing anything about this?” “Oh it’s just something 
that went wrong.” “Well clearly it went wrong, I got that, but you know have the 
children been talked to about this unacceptable behaviour?” “Well no.” You know 
you have to constantly battle [...] and they do want to fob you off.
Katrina described the way in which, after her early experiences of being ‘fobbed off,’ 
she has now resolved to fight for her son’s rights, not allowing herself to be ignored. 
The quote below demonstrates how Katrina has shifted from a passive self, who 
waited for the professionals to say something about her son’s behaviour, to a more 
active self, where she acknowledges her own expertise:
They [James’ school] know dairm well if it happens again and I’m ignored again I 
will go up there. I’ll go straight for the throat, I mean I’ve had enough of it [...] 
he’s a very viable child and I will refuse to let incompetent schools just wash him 
aside cos he’ll end up on state benefits for the rest of his life and I won’t have that.
Katrina described how she has had to become very knowledgeable about AS in order 
to adopt such an assertive, heroic, ‘active-self position. This part of her account 
emphasised the way in she has had to supplement the instinctual knowledge she 
always felt that she had as a mother in order for her to be taken seriously. Katrina 
described the resources she has drawn upon to increase her knowledge highlighting 
how, paradoxically, most of her knowledge has come from other mothers of children 
diagnosed with AS:
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If you’re going into a meeting for a statement review, you know, if you’re having 
trouble you need to show that you actually have some kind of nouse, that you 
know what you are meant to know I think it has some kind of impact but not 
enough. They still want to try and fob you off you know until it’s got to the stage 
now where I just won’t let them [...] mum’s are just by far and away the best 
people to talk to. What they don’t know they’ve got a friend who’ll know, you 
know legally I’d go to the Autistic Society, Partnership with Parents, people like 
that but just generally, its mums I go to.
Katrina described the way in which she has used her own heroic abilities to empower 
James, creating opportunities for him to assert himself. Her description of James’ 
move from a passive to a more active, empowered and assertive person perhaps 
mirrors the changes Katrina has noticed in herself:
He did fancy boxing and I said, “Go on then” and I helped him and it’s given him 
confidence [...] you know, he actually says, “Well go on then” and they don’t [...] 
I think they’re aware now [other children] that maybe he’s not just a walkover, 
that he’s not going to cry, that he’s not going to go and find help, that he’s going 
to stand up to you now and I mean it’s ridiculous, you shouldn’t have to send your 
child to boxing classes in order to protect himself when he’s at school, but I felt 
we had no other avenue, so that’s what we did.
Katrina emphasised the costs involved for her in being such a strong, assertive 
advocate for James. She described feeling that people’s ‘heart’s must sink’ when they 
see her coming, but stated that her own self-image is something she is prepared to 
sacrifice for her son. She also described how she is always ready for something to 
happen and as a consequence her life, to some degree, has revolved around 
Asperger’s:
I said to them [James’ school] the other day I said, “When you see me coming 
your heart must sink,” but I don’t care, that’s you know my son’s more important 
than their opinion of me [...] it’s always stressful I probably am always on the 
verge of tears you know quite quickly I’ll cry at an advert or something just
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because I’m stressed you know, I’m sort of constantly on the edge [...] I think it’s 
become part of my personality probably [...] life has evolved round him [James] 
and his needs.
Alongside these personal costs, Katrina also described the positive things that James’ 
diagnoses have brought. She explained how she would not want to go back to her old 
career in performing arts, and that she values her knowledge and her status as a 
‘hands-on’ mum. She also expressed that she feels there is value and purpose in her 
job as a learning support assistant; something she would possibly not have pursued as 
a career had she not had James as a son:
I mean you know when you come home from acting I never felt great about it [...] 
when I come home [now] I think well at least I did something today, you know 
I’ve touched someone’s life today. I’ve been supportive to someone [...] and I like 
seeing them [her children] at the end of the day, I like waking up to them, I like 
knowing they’re alright, hearing what they’ve said and done, do they need help 
with their homework? I like being hands on.
3.1.3 Asperger’s as a happy ending.
This orientation was apparent in the narrative accounts of two women who had used 
their child’s diagnosis as a chance to re-evaluate their lives and to explore new 
opportunities. These accounts were characterised by a regressive phase at the start 
followed by a progressive phase towards the middle and end of their accounts, where 
the focus becomes more orientated towards advancement and success.
Heather's story
Heather is a forty year old woman who lives with her partner and her two sons, the 
eldest of whom, Steven (aged seven) was diagnosed with AS when he was five. 
Although there had been challenges for Heather associated with his diagnosis, she 
emphasised how she had transformed these into an opportunity for her to re-affirm the 
strengths and values that she felt she has always had as a person.
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Heather described how Steven’s pre-school had raised ‘concerns’ about him. She 
highlighted how this professional opinion did not fit with her own experiences and 
knowledge of her son at the time, but that looking back she is more able to see the 
‘signs’ that they had noticed:
Looking back there were always, always signs but because I had no other 
experience of having children I didn’t pick up on them [...] it was actually brought 
to my attention by his pre-school and it was the thing I guess every mother dreads, 
you’re called into a private room and, “We’re concerned about your son because 
of X,Y,Z” [ ...] !  mean my first reaction was to be extremely angry because to me, 
and to us at home, he was this you know funny, bright, extremely talkative little 
boy.
Heather described how concerned she had been at this stage that others might judge 
her parenting of Steven. She explained how she also questioned her own parenting 
ability and highlights how she had drawn on discourse from the ‘old school of 
psychology’ to inform her opinion that Steven’s withdrawn behaviour might be 
attributable to her parenting:
I was never confident enough, because he was my first child, that it wasn’t 
something that I’d done and that was such a terrifying thought [...] I suppose the 
image is that in order to make your child so withdrawn you must have really 
damaged them in some way, I guess that’s the sort of old school of psychology 
isn’t it [...] when they [pre-school] started saying they were concerned I was 
thinking what do they think I’ve done? You know, do they think I’m this, some 
sort of monster with him at home.
Heather explained that Steven’s difficulties became more apparent in his transition to 
school which led her to read more about AS; finding that the more she read, the more 
the Asperger’s description seemed to fit with his behaviour. AS was beginning to 
make more sense to Heather and was fitting better with her own experiences and 
knowledge of Steven than it had done previously:
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When he went to school he just absolutely fell apart, he couldn’t handle it at all 
and he was so, so unhappy and that was when I really began to think there’s 
something that’s making him so unhappy [ ...] !  began to sort of think and read 
more about what Asperger’s Syndrome actually was and some of the things didn’t 
seem to fit to start with but the more I thought about it, the more I thought it does 
make sense, it does kind of explain a lot.
Following this Heather consulted with healthcare professionals and a diagnosis of AS 
was made. In her account she highlighted what the diagnosis meant to her; that she 
saw it as something that could help her to make sense of Steven’s behaviour and help 
guide her parenting:
Asperger’s Syndrome was just this tool suddenly, we knew how to help really in a 
way that we hadn’t before, we hadn’t understood certain things about the way he 
was and I read everything I could about Asperger’s Syndrome because I guess that 
was you know part of dealing with it [...] It [AS] seems manageable and it seems 
a real positive thing and a lot of the time it seems a real privilege you know to 
have a child who is so unique and so different and so unashamedly different.
Heather spoke with hope about the things that she feels are ahead for Steven in the 
future. She also described what his attributes have brought for her as a mother; seeing 
herself as a person who is now able to see outside the box and consider other 
perspectives:
I can’t imagine my family life being any other way and I really like the way it 
makes me think as a mother, you know it really makes me think outside the box 
[...] He’s got the capacity to lead a really interesting life and he’s got a huge 
capacity to be happy and I love the way he sees things and the things he says to 
me, you know, that kind of makes you look at things from a totally different way 
to the way I’d see them.
Heather highlighted how her acceptance of Steven’s ‘differences’ fits in with the way 
she sees herself generally; as an accepting person who values other people for who
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they are. She feels that this acceptance and open-mindedness have always been a part 
of the way she has seen herself, throughout her life, and feels that this has always 
distinguished herself from others who might be more likely to see differences as 
something ‘odd.’ Heather expressed her pride in this part of her identity:
I’m kind of proud of myself for being, I don’t know, open-minded to people and 
[I] kind of accept people and their difference and I always have. I’ve always kind 
of had friends who other people have found quite odd, you know all through my 
life and you know I’ve always really liked those people.
Finally, Heather acknowledges that other mothers’ experiences of Asperger’s might 
be different to her own. She explained feeling that the challenges of Asperger’s are 
often spoken about more than the less-challenging times and whilst acknowledging 
that this did fit with others’ experiences. Heather explained how it did not fit so well 
with her:
This didn’t sort of relate to how it’s been for me [...] and I kind of wanted to put a 
positive side.
3.2 COMMONALITIES
Four commonalities between the ten mother’s accounts emerged; renegotiating 
identity; impact on relationships, mothering ‘ability’ and battling the establishment. 
Each of these commonalities has been explored and illustrated using extracts from the 
women’s accounts whose stories were not detailed above.
3.2.1. Renegotiating Identity
This commonality refers to the way in which all of the women found the transition, of 
becoming a mother to a child diagnosed with AS, a disruption to their pre-mother or 
pre-diagnosis identity. This commonality can be broken down further into the 
following: Self as mother; Expecting motherhood and The re-emerging woman.
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Self as mother
All of the women spent the majority of their accounts talking about the period of their 
lives since becoming a mother whilst the woman they were before was paid little or no 
attention. Many of the women described the way in which their view of themselves as 
a person had become subsumed by their identity as a mother:
When I think about me now, I just think about me, myself as a mother of four 
children. Because you kind of lose your identity, well I feel I lost my identity as a 
person. I was just, because child care is so intense in our household, that’s what I 
just was. All I am is the carer of the children [Alice].
Some of the women showed a great deal of awareness that Asperger’s could become 
the central thing in life, around which everything else including their sense of self 
becomes organised. Claire’s explanation shows how she tries to monitor the degree to 
which she speaks about her son so as not to let Asperger’s become the central thing in 
her interactions with others:
I do try and control the amount that I talk about [AS], I do talk about other stuff 
you know [...] you’ve got to try not to make it the central thing to life [.. .] I think 
it’s got to be, “Oh Josh has got Asperger’s and this causes a few difficulties but 
you know the rest of our lives are normal lives” [Claire].
Expecting motherhood
Some of the women described the expectations they had previously held about 
motherhood. For example, Carol illustrated the way in which she had drawn on her 
experiences of being parented and societal constructions of what family life ‘should’ 
be like to inform her expectations of motherhood. She had expected that the way she 
saw herself pre-motherhood, as a woman with a career, would continue once she 
became a mother. She also emphasised that this had been possible when she became 
mother to her first child but not so possible with her second child who has a diagnosis 
of cerebral palsy and AS:
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You have this idea that you’re gonna get married and have your children and life 
just goes on like that and you imagine it’s gonna be like your ovm life [...] [I] had 
my daughter, who’s now 15, in 1991 and everything seemed quite perfect and I 
carried on working part time, cos I edited, I did scientific editing so I imagined I’d 
carry on with that and pursue my career [Carol].
Many of the other women also commented on the way in which their expectations of 
motherhood have not matched with their experiences and that their aspirations had 
needed to shift following their child’s diagnosis. Claire described how, whilst her 
aspirations for her son have changed, she had always planned and expected herself to 
be a mother who would not pressure her children to succeed therefore feeling that this 
aspect of her son’s diagnosis had been easier for her to adapt to. Claire also highlights 
how she had drawn on her own childhood and experiences of heing parented to inform 
her pre-motherhood expectations:
I suppose your aspirations have to change to a certain extent but I don’t think 
we’ve struggled with that side of things, so that’s been quite easy to cope with [...] 
my father sort of came from very lowly roots and worked his way up and you 
know did very well for himself and I always sort of feel that maybe I’ve 
disappointed [him], not that he’d ever said anything, you know it’s just in me I’ve 
felt that, and so I think I’m particularly conscious that I wouldn’t want my 
children to feel the same you know I just want them to do something that they 
want to do [Claire].
The re-emerging woman
Despite the disruption to identity experienced by most of the women, some of them 
also reflected on the parts of themselves that they felt had developed independently 
from their role as mother. Some women identified aspects of themselves that they 
saw as having been part of their pre-mother or pre-diagnosis identity and they 
described the way in which these aspects influenced how they have subsequently 
parented their children. For example, in Mary’s description she emphasises how her 
sense of humour has helped her to get through some of the more challenging aspects 
of her mothering experience:
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Luckily I have a sense of humour, which I think is the only thing that has kept my 
sanity, well I would say kept my sanity intact, in fact probably my sanity went a 
long time ago but it’s alright I don’t miss it (laughs) [Mary].
Whilst Mary talks positively about her pre-motherhood ‘characteristics’ and how these 
have impacted on her subsequent parenting, Siobhan highlights one of her 
‘characteristics’ as a ‘flaw’ that she needs to keep in check:
I suppose one of my character flaws, my mother used to say to me “ You’re such a 
perfectionist” and I suppose one of the problems with having a child with a 
problem is you want to perfect them, or at least for me anyway [...] In fact, that’s 
one of the problems I have to stop myself because I can be way too heavy on him 
[...] so have to curb myself, and often fail [Siobhan].
Unlike the women who identified their pre-motherhood ‘characteristics’ and thought 
about the way these applied to their parenting, Maureen described how her post­
motherhood identity has been informed by her Christian faith. She explained how this 
has transformed the way in which she views herself, her family and her ability to cope 
with whatever life throws at her:
It was amazing, I was healed, forgiven, restored and filled with the Holy Spirit, I 
didn’t know anything like it could ever happen but it was very wonderful [...] It 
was so radical, and it just transformed me and I knew that very second that I was 
filled with the Holy Spirit, that I could cope with my situation, with my husband, 
with my children. I mean that I had help, that it was available [Maureen].
Some of the women also spoke of their professional identity. Alice’s description 
highlights how she sees her new career and college course as something that 
represents her interests as a person and she explains how it has helped her to view 
herself as more than ‘just a carer:’
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This year I’ve gone back to work and I’m studying at college to do a NVQ Level 2 
in Child Care as a Nursery Assistant [...] so now [I] actually feel like I’m not just 
a carer. I’m actually a person [Alice].
3.2.2 Impact on relationships
The second commonality that emerged is the impact that having a child diagnosed 
with AS has had on the women’s relationships with others. This commonality can be 
broken down further into: Isolation and family relationships.
Isolation
Many of the women described how they have avoided going out, due to concerns 
about the way their child would react in public, and the practical and emotional 
implications of this. Togo out was seen by some of the women as risky; they felt they 
had been, and would be judged by others in society as a ‘bad’ parent on the basis of 
their children’s behaviour. For others they did not feel it was practical to take their 
children out too often because of the way they would behave. This had led many of 
the women to feel isolated from their communities, which was interpreted by many as 
having negative implications. However, Carol’s description, below, illustrates how 
her experience of isolation, whilst difficult in some ways, has made her feel closer to 
her family:
It makes us very much an isolated unit I think in some ways it makes you close 
and with Rachel there is something about us, like us against the world in a way 
[Carol].
Even the women who identified themselves as having support from friends or relatives 
around them found themselves putting on a ‘brave face’ so that others did not know 
the full extent of their experiences. Maureen’s description illustrates how talking 
about difficult experiences was not the ‘done thing’ when she had her children and to 
do so might have risked her not being accepted by others:
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I had good friends always you know, people about me but I don’t know it’s 
difficult because you can’t, wouldn’t be intimate with people about my very 
private thoughts you know in those days anyway [Maureen].
In Theresa’s account she illustrated how she felt she ‘should’ be able to ‘muster on’ so 
as not to be ‘a pain’ or ‘a nuisance’ to other people. Theresa illustrates how this can 
be an isolating experience:
I went through a phase when the boys were you know sort of at this junior school 
where I just sort of like, not pulled up my draw bridge, but I knew that I’d got so 
much information from the psychiatrist and the counselling and what-have-you 
that I felt like a pain, I must be a nuisance to people so I’ll just pull my draw 
bridge up and muster on as best I can [Theresa].
Family Relationships
Many of the women described how those close to them had given their opinions and 
offered advice about whether or not their child had difficulties and how these should 
be managed. Some of the women commented on the way in which this advice was 
contradictory, leaving them in the middle of conflicting family discourses; unsure 
what to believe and who to trust:
They [parents in law] could see that there was something wrong but they said 
“Don’t tell anybody that there’s anything wrong, keep it within the family, don’t 
let anyone know,” [...] and my own parents were saying, “Well yes darling there’s 
something wrong but by the time he goes to school he’ll surprise you” [...] I felt a 
lot of times very beleaguered that I was the only one actually seeing the reality of 
it [Mary].
Some of the women also felt that their relationships with their husbands or partners 
had been affected. Many of the women described their husbands or partners as 
passively supportive but felt that it had been left up to them, as the mother of their 
child, to take up primary responsibility for their child’s welfare. Some of the women
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described how this had led to their partner’s feeling ‘pushed out’ and a few reported 
that their partners did not alter their demands on the women’s time:
So it was just me [caring for the children] and my husband is self-employed, he 
works really long hours and he would walk in and he would expect his dinner and 
everything to be tickety-boo [Alice].
In Theresa’s description she explains how her role as mother and carer for two boys 
with ‘special needs’ contributed to her marriage breaking down:
In between all this going on my marriage did break down unfortunately [tearful]. I 
think it did have a part to play with the boys having special needs, there’s no two 
ways about it because it is was quite, it takes over your life. You know you’ve got 
two young children who need you and who were struggling and it takes over, it 
wasn’t the whole reason why my marriage failed but it did take a big part because 
obviously I was doing for them 24-7 and you know you’re not the same person 
when you, you know you change when you’ve had children anyway and it was 
stressful and my husband did work abroad a lot so I was left on my own [Theresa].
Many of the women also commented on the impact that they feel their child, with a 
diagnosis of AS, has had on their other children. The women highlighted their 
responsibilities to all their children and many described how difficult it can be to give 
equal amounts of their capacity as mothers to all their children:
He takes too much space if you like and that’s had an impact on his sister, his 
sister is a very forceful personality. I’m quite sure she’d have been a different 
child if she hadn’t had Terry as an older brother um and she’s really, really 
grabbing of attention [...] so both of them want about 80% of my sole attention, 
which of course doesn’t work, cos there’s only 100% of me [Siobhan].
3.2.3 Mothering ‘ability’
The third commonality that emerged is the impact that having a child diagnosed with 
AS has on others’ judgements, and the women’s own judgements, of their mothering
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‘ability.’ This commonality can be further divided into: Others as judges; Mothers as 
judges and Vindication.
Others as judges
All of the women commented on the way in which they had felt their parenting 
abilities had been judged by others in society. They described how people had 
perceived their children to be ‘naughty’ and had made comments to the women about 
the way in which they would handle such bad behaviour if they were the parent..
Many of the women described knowing that they should not let other’s comments 
worry them but found that this was extremely difficult:
What he does in the house, to a certain extent, we can just ignore it [...] but if 
you’re out in public somewhere and he starts doing it then, of course, you get 
embarrassed and oh no other people are looking at us and that makes you react in 
the wrong way [ .. .] !  think other people sort of like look down at you in lots of 
ways [...] they think bad parenting and I know it shouldn’t matter what other 
people think but it does. [Claire]
Mothers as judges
Many of the women described how they had taken these comments to heart at times 
and had subsequently judged themselves to be a ‘bad’ mother. This was particularly 
the case when professionals had also indicated that their child’s differences might be 
due to ‘bad parenting’ or when professionals had not agreed with the women’s 
concerns for their child:
You can see people having a bit of a moan behind your back or saying “God, if 
that was my boy I would give him a good slapping” and it did used to get to me 
[...] sort of people look at them and see them as being naughty children but you 
know the difference between a naughty child and a child who is socially struggling 
to cope. And I used to beat myself up dreadfully about this, you know, and also 
now thinking back I should have just ignored people’s comments but it is very 
difficult, very, very difficult when you have people saying things [Theresa].
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The women also compared their own experiences with those of other mothers, who 
they often felt had an ‘easier’ time of it than they did:
I mean it’s hard, you know I look at other people and they just sort of trot along 
and the mother says “oh you know I’ve decided we won’t go straight home, we’ll 
just pop into the supermarket” and the children just get in the car like lambs and I 
think why do you have it so easy you know, if I wanted to do that (laughs) I’d 
have a major scene about how I was destroying his human rights, [...] a 
completely sort of you’re ruining my life sort of conversation and other people, 
other mothers don’t have that [Siobhan].
Vindication
Many of the women also described the way in which the label of AS had negated the 
negative judgements that had been made about their parenting some spoke of the way 
in which they had embraced the medical description of AS that had been applied to 
their child. Many of the mothers drew on this diagnosis to construct views of 
themselves as ‘good’ mothers and their child as a ‘special child’ that has a ‘medical 
condition’ rather than drawing on the alternative cultural model which had positioned 
them as ‘bad’ mothers of a ‘naughty’ child:
At the time [of diagnosis] I was relieved because I thought now I know that there 
is a definite, this is what they have. [...] And I said [to the psychiatrist] “well I 
want people to know because I am just so exhausted with trying to cope normally 
with two boys in a normal environment and they are struggling [Theresa].
Some of the women also highlighted how their ‘good parenting’ had been picked up 
on by others. In Maureen’s description she revealed how rewarding and helpful this 
kind of feedback can be:
She [daughter with a diagnosis of AS] went to a friend last year and I had a lovely 
letter fi*om the friend who said, “I feel compelled I must write to you and say how 
Janet has coped, she has, she is so balanced and well adjusted and has coped with
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different situations so well,” you know and it was lovely to have that actually 
[Maureen].
3.2.4 Battling the establishment
The fourth commonality that emerged relates to the relationships that the women 
described having with professional networks and systems in health care and education. 
This commonality can further be divided into: Pre-diagnosis encounters; Post­
diagnosis encounters. Knowledge and Public declaration.
Pre-diagnosis encounters
Many of the women described the way in which they had noticed ‘differences’, 
‘problems’ or ‘difficulties’ in their children early on but often found that these were 
not acknowledged by professionals until much later. Some of the women talked about 
their concerns being dismissed by a number of professionals and others experienced 
feeling patronised. Some had experienced other diagnoses such as ADHD having 
been given to their child, before a diagnosis of AS was made. Mary’s description 
below illustrates the number of diagnoses her child has attracted:
My son has 17 different diagnoses of special needs as well as being gifted, but 
actually when I wrote them down the other day I found I think maybe about 21 in 
fact, depends how you count them [Mary].
Maureen’s daughter, Janet, was not diagnosed with AS until she was thirty years of 
age. However, in Maureen’s description she highlights the knowledge that she held 
about how best to support Janet; knowledge that she had developed without the aid of 
professionals, reading materials or any knowledge of Janet’s diagnosis:
I always had a cricket bat [and ball] in the car [...] and we always played lots of 
games out and that sort of thing and I ran a little club, a holiday club for the 
children just on our estate [...] I did lots of cookery on wet days [...] I had an old 
mattress and I put it on the stairs so they used to slide down the stairs [...] Janet 
was alright with this sort of thing because I was supervising and steering it all the 
time” [Maureen].
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Post-diagnosis encounters
Even once the women had secured a diagnosis for their child, some then spoke of their 
experiences post-diagnosis where their concerns continued to be dismissed by 
professionals. The most extreme example of this was described by Alice who was 
reported to social services by the head-teacher of her child’s junior school for 
allegedly ‘making up’ her children’s difficulties. Alice’s description reveals how 
powerful a professional opinion can be in undermining a woman’s own knowledge 
and expertise:
We had 150 medical letters to prove they had what they have and Bradley had 
been diagnosed as having Asperger's three months after leaving that junior school 
[...] I was told [by social services] that I was fine [...] [but] I now have it on my 
record that social services investigated me for Munchausen’s syndrome by proxy, 
[...] I've lost all my confidence of how I'm dealing with my own children. I'm 
doing it right, and where people say oh you know, "you're a fantastic mother, you 
do this for your kids, you do that for your kids," didn't matter how many people 
told me I was a good mum I couldn't believe it [Alice].
In some cases, the women reported positive experiences with professional systems. In 
Carol’s description of the respite-type service, that was eventually offered to her 
family, she highlights how this has changed their lives; the family has more time and 
Carol has once again been able to enjoy the hobbies that she had previously given up:
He boards Mondays and Tuesdays [...] and again that was another huge change in 
our lives uh because we got these two day and uh at first we didn’t know what to 
do we had so much time on our hands it, we and we were beginning to see what it 
was like with nothing, normal families you know, we’d actually forgotten [...] I 
hadn’t read a book for about 7 years, you know I used to read like mad and uh and 
I couldn’t take [...] anything gritty [...] but I could sit down and watch something 
like that now or could read a serious, a sad book and things like that [Carol].
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Knowledge
All of the women spoke about how they had enhanced their knowledge about how 
best to help and support their children through reading materials and accessing support 
groups related to AS. For some of the women this aided their search for meaning as to 
why this had happened to their child and for others it helped them to feel as if they 
were doing something meaningful and beneficial for their child:
I’ve probably done it [research] more that anyone else I’ve come across. Reading 
books, websites, dragging him off to all sorts of different specialists and obviously 
he had speech therapy to start with, [...] I’ve consulted child psychiatrists, a 
behavioural psychologist about handling his behaviour as well as sort of the usual 
standard family liaison officer [...] at the beginning I sort of did the whole 
homeopathic route as well [...] I’ve tried those routes I’m not sure that they’ve 
helped but they make me feel I’m doing something, I think that’s the main thing 
for me [Siobhan].
Some of the women spoke about the way in which this knowledge had empowered 
them to become advocates for their children. Knowledge was seen by many of the 
women as the ammunition they needed to battle the systems that were either ignorant 
to AS or were not providing adequate support for those who had been diagnosed. 
Others expressed their helplessness; feeling that even with knowledge, advocacy and 
support groups, service provision was still unlikely to change:
They’ve started this group for parents of children with Asperger’s and the autistic 
spectrum. I went to the first one [...] I sat there and I just thought we are sitting 
here and we are talking about our children’s difficulties and we are all saying the 
same thing “Help” [...] I felt so depressed because I thought gosh I’ve got to go 
home to my son and you know we are desperate to do things to sort of improve 
things. There is just nothing basically [Theresa].
Public declaration
All of the women were aware that their narratives were to be used for research 
purposes by a ‘health care professional’ and that, if the research was to be published.
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their accounts might well reach a wider professional readership. Many of the women, 
therefore, seemed to use the interview as an opportunity to publicly declare what had 
been difficult or good about their experiences with professional systems. For 
example, all of the women used phrases like ‘you know’ scattered throughout their 
accounts. This conversational tool appeared to be used by the women to establish a 
common bond between them and the researcher and also to ensure that the researcher 
had fiilly understood what the women felt it was important for others to know about 
them. The importance that some of the women attached to the way they portrayed 
themselves in the interview can be seen at the end of Alice’s account. She described 
how important it was to her that she had not come across as ‘bitter’ in the interview:
I was worried that you'd think I was bitter cos you know having this happen to me, 
and maybe a month ago [I was]. I seem to be getting over it and realising that I 
need to speak about it and it's not the children that I've got an issue with it's just 
the school, it's just dealing with it, and that's the issues I have really [...] I've lived 
with this for 14 years and just cos somebody tells me I'm making it up, well I'm 
not, and I'm still dealing with it, and if anybody else took him [her son with a 
diagnosis] on they would know that this is happening [Alice].
3.3 SUMMARY OF CREDIBILITY CHECKS
Catherine felt that the report made “fascinating reading. ” She made a few additions 
to the interpretations made by the researcher through the following comments:
Apart from the one 30-year old AS woman you mention, all the others seem to be 
much younger. As I said to you, although being in the structured environment of 
education may be hell for most Aspies [people diagnosed with Asperger’s 
Syndrome], once you leave that structure and enter young adulthood, that 
“protection” falls away and it’s then that AS problems really start to rise to the 
surface [...] Your mothers haven’t reached that point yet [...] it would be 
interesting if you re-visited your mothers in 10 years time to see what has 
happened... Sorry to sound so bleak, but facts are facts. One thing missing from 
your report is the impact of TOTAL LACK OF SUPPORT to parents of Aspies 
fi*om statutory and other services because AS does not ‘fit’ anywhere within
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statutory services. Had my daughter had access to say, psychological services or 
social care support when she was younger, she would be a very different person.
In my darkest hours, I wish she had been bom blind/deaf/physically disabled 
because then she would have got recognition of the disability and the help she (and 
we) desperately needed.
Heather felt that the interpretations made by the researcher represented her journey
and attitude. She added the following:
My only comment is that I would like to include a reference to how lucky we have 
been with Steven’s school. It is a small catholic school with a strong community 
ethos where children are actively encouraged to accept each others’ differences 
and the teaching staff have supported Steven and understood and accommodated 
his needs. I think that having our attitude reflected by the school has made it 
much easier to see his Asperger’s Syndrome as being positive. I’m not sure if  I 
said this in the interview, but I feel it is important to stress, particularly in the 
context of the accounts from the other mothers and the often very negative 
responses they experienced from schools.
Maureen felt that the report did “well with a dijjicult subject. ” She also added the
following comments:
What has this survey done for me? It made me realise how precious God’s love is. 
I wish all the mothers could experience the love, joy and peace that I have. Apart 
from this I have changed by having Janet. I am a lot less selfish. I have a greater 
understanding of others, a much softer, kinder heart towards others. It has made 
me a lot more tolerant. Now I do voluntary work with the elderly and 
handicapped which is such a joy. The whole experience of having Janet has at 
times been very painful but I wouldn’t want life any other way. She has enriched 
my life more than I can say. I have such wonderful relationships. As for Janet, 
friends tell me “she is coming on, even in the last year” which is an 
encouragement [...] Encouragement helps tremendously. Friends are surprised. If 
anyone had told me this would happen years ago, I would not have believed them.
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My reason for agreeing to take part in the survey was that I hoped my experience 
would help others. Actually it has released some of the past pain in me. Thank 
you for undertaking this survey. Love never fails.
Katrina felt the project was a good piece of work which helped highlight what life is 
like for people diagnosed with AS and their families.
3.4 REFLECTIONS ON THE INTERVIEW PROCESS
It is important to comment on my experiences of conducting the interviews in order to 
make transparent the way in which my approach may have been influenced by my 
own clinical, personal and academic experiences. I did feel anxious about not having 
a series of questions to ask the participants; I was concerned that the life-story 
question would be too broad and that the participants would find it difficult to know 
where to begin. I discussed these anxieties with my research tutor where it was felt 
that putting the participants at their ease, using the strategies detailed in the method 
section, would enable them to feel comfortable enough to tell their story. We also 
decided that I could ask more specific questions, such as “Perhaps you can tell me 
why you are here today?” if participants were finding it difficult to respond to the life 
story question. I found, during the majority of interviews, that the participants were 
willing to tell their story, and in most instances felt comfortable responding to the life 
story question. Some participants, particularly at the beginning of the interview, 
would ask me whether they were saying the ‘right’ thing, at which point I would re­
iterate that there was no ‘right or wrong’ responses, that I was interested in their 
experiences and that it was up to them to choose what they would like to say.
Although, the life story question was designed to be broad and general in nature, I was 
aware that my own interests also influenced the way in which I conducted the 
interview. For example, I found myself focussing in on issues that I thought were 
related to the way the participants saw themselves, the way they thought others saw 
them and how these had changed over time. Due to these interests, it may well be the 
case that other valuable information was not paid the attention that some participants 
may have liked
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Despite the main question being very open-ended and general I was aware that 
participants knew of the purpose of the research and therefore may have restricted 
their narrative to issues which related specifically to being a mother of a child 
diagnosed with AS. I did find that in many instances this was the case, where 
participants started their account by talking about their mothering experiences and 
talked less about their experiences before becoming a mother. However, there was 
variability in the extent to which participants talked about their life before becoming a 
mother which might indicate that, despite knowing the purpose of the research, the 
general question invited them to also reflect upon their broader experiences.
I was also aware of the fact that the participants knew my position as a trainee clinical 
psychologist and was aware of the potential power imbalance that this might create. I 
wondered, given the nature of the interview, whether participants might equate the 
research process with that of a therapeutic encounter, which might impact on their 
responses. I, therefore, ensured that I introduced myself to participants as a researcher 
and aligned myself with the University of Surrey, rather than the NHS. I also 
wondered whether my role might limit the degree to which participants felt able to 
speak openly about their encounters with health care providers (including 
psychologists) and professional networks. However many participants reflected upon 
difficult experiences with professionals perhaps indicating that, at least on this issue, 
my professional position did not restrict their responses.
4. DISCUSSION
4.1. SUMMARY
The present study explored the construction of identity in women who have become 
mothers to a child diagnosed with AS. The pervasiveness of maternal identity was 
apparent in each of the women’s narrative accounts; being a mother was central to the 
way they-saw themselves. For these women, mothering their children had led to a 
major biographical disruption (Bury, 1982).
The moral and cultural context in which women become mothers was prominent in 
the narrative accounts. For these women constructing themselves as ‘good’ mothers
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had been a challenging process. They found themselves embedded in a society where 
judgements had been made about their children’s behaviour and consequently their 
ability as parents. Some of the women felt isolated from their communities and 
misunderstood by them. Many of them had withdrawn from their old social networks 
or had tried not to speak too much of the challenges they had faced. They were, 
therefore, left with limited contexts in which they could re-story their experiences and 
reconstruct their sense of self.
4.2 NARRATIVE FORMS
Three narrative forms in the accounts of the women emerged; AS as a tragedy; as a 
challenge; and as a happy ending. These narrative orientations extend our 
understanding of the experience of AS amongst women who become mothers to a 
child with this diagnosis. They provide a description of the diverse processes through 
which women attempt to manage the impact of their child’s diagnosis. These three 
orientations are closely related to the temporal structures of narrative accounts 
identified by other researchers. For example, Gergen and Gergen (1984) described the 
way in which progressive, regressive and stable narrative forms could be combined 
into more complex variants. Three of the variants they identified were ‘tragedy,’ a 
progressive followed by a rapid regressive narrative; ‘romantic saga,’ a series of 
progressive and regressive phases; and ‘happy ending,’ a regressive followed by 
progressive narrative. The ‘tragic’ and ‘happy ending’ narrative forms emerged in the 
present study, whilst the ‘challenge’ narrative closely connects to the ‘romantic saga’ 
identified by Gergen and Gergen.
Regressive, progressive and stable narrative orientations have also been found in the 
chronic illness and disability literature. For example, Murray (2007) noted the use of 
these structures in the narrative accounts of fish harvester’s who had lost their jobs 
due to disability. Disability was regarded as devastating by some (regressive); 
challenging by others (stable) and as an opportunity (progressive) by a minority of the 
fish harvesters. These orientations link with those revealed by the women in this 
study, where the majority saw AS as tragic or challenging and a minority constructed 
it as a happy-ending. Robinson (1990) also found evidence of this three-fold structure 
in the narrative accounts of people with multiple sclerosis (MS) who were invited to
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write about their illness. However, unlike the narrative orientations found in the 
present study, and those found by Murray (2007), the majority of the texts in 
Robinson’s study revealed a progressive structure. MS was described as providing an 
opportunity for personal advancement whilst the tragic narrative was in the minority. 
In the case of the women in this study it was difficult for many of them to adopt such 
a positive narrative, due to the challenges of motherhood and the marginalisation they 
had experience. Those who did manage to explore more progressive narratives were 
those that linked their experience of Asperger’s with positive things in their life, such 
as characteristics that they valued about themselves or religious experiences.
The influence of religion on the structure of narrative accounts was also found in a 
study which explored the experiences of those who parented a child with autism 
(Gray, 2001). Gray related the three narrative forms found in this study; 
accommodation, resistance and transcendence, to three cultural ‘master narratives’ of 
science, politics and faith, respectively. In the accommodation narrative, parents 
embraced the biomedical account of autism. All of the women in the present study 
had also come to accept or embrace the medical diagnosis of AS that had been given 
to their child. However, many had also battled the system and been fighters for their 
child, linking with the resistance narrative found in Gray’s study where the parents 
redefined themselves in terms of political activism and personal assertiveness. Finally 
the narrative of transcendence where parents drew on their religious faith as a way of 
making sense of their experiences was found in one of the narrative accounts in the 
present study.
Like previous research which has investigated the effects of chronic illness on identity 
(Good, 2005), some of the women’s stories in the present study were uncompleted; 
they were still in the midst of their story. In line with the narrative approach which 
sees self as fluid and constantly changing, it was expected that the women’s identities 
would continue to develop after the course of the interview. The credibility checks 
provided by some of the women illustrated this to be the case where many of them 
used this as an opportunity to extend their accounts.
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4.3. COMMONALITIES
Four commonalities across the women’s accounts were identified; renegotiating 
identity, impact on relationships, mothering ‘ability’ and battling the establishment. 
The commonalities in this study contribute to our understanding of how women, who 
are mothers to a child diagnosed with AS, construct their experiences in their cultural 
context. In particular, the commonalities between the accounts expose some of the 
societal assumptions on which the women’s personal narratives might be based.
4.3.1. Renegotiating Identity
The first commonality, renegotiating identity, revealed how all of the women found 
the transition, of becoming a mother to a child diagnosed with AS, a disruption to 
their pre-mother or pre-diagnosis identity. This finding relates to the chronic illness 
literature, where the term ‘biographical disruption’ is used to describe this 
phenomenon. It also relates to the work of Miller (2005) who identified that 
becoming a mother can be a narrative ‘turning point.’ For many of the women in the 
present study, this commonality revealed how the women’s identity as a person had 
become subsumed by their identity as a mother. This bears relation to previous 
research revealing that women who are mothers to disabled children find it difficult to 
talk about their lives beyond motherhood (Todd & Jones, 2005). Like the general 
mothering literature (Barclay et al, 1997; Miller, 2005) the women in the present 
study, who had found other influences upon their identity (e.g. employment outside of 
the home) seemed able to achieve a stronger sense of their identity as a person.
4.3.2. Impact on Relationships
The second commonality to emerge, impact on relationships, highlights the influence 
that having a child diagnosed with AS has had on the women’s relationships with 
others. Many of the women, in the present study, described how they had been unable 
to voice their experiences of motherhood which had not met with their own 
expectations. The women highlighted how speaking about such experiences was not 
the ‘done thing,’ that to do so could leave them open to scrutiny from others and that 
they should ‘muster on’ as best they could. This feeling amongst the women that they 
‘should’ be able to cope without voicing their experiences perhaps taps into societal 
discourses where women are expected to naturally be able to rise to any challenges
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they might face as a mother (Miller, 2005). It also links with previous research in the 
disability and chronic illness literature. Greenspan (1998) identified that mothers of 
disabled children might believe that they must ‘bear their lot’ in order to be seen as a 
‘good’ mother and Mathieson and Stam (1995) found that a key feature of many 
cancer patients’ narrative accounts was feeling the need to keep a ‘stiff upper lip.’
The isolation that the women in the present study experienced, as a result of their 
voices being silenced demonstrates the phenomenon of mothering at the margins 
identified by Weingarten et al, (1998). This isolation obviously has implications for 
limiting the social contexts in which these women felt able to make sense of their 
experiences.
Perhaps due to this isolation many of the women spoke of their involvement with 
support organisations or with other mothers who also had a child diagnosed with AS. 
This connects with previous literature which has reported a strong relationship 
between social marginalisation and participation in support groups (Davison et al, 
2000). Support groups are thought to provide individuals, who no longer feel 
understood in their previously taken-for-granted social world, with a context through 
which they can narrate their stories (Yascowich & Stam, 2003). Through participation 
in support groups individuals are exposed to new, culturally available knowledge 
which may shape their construction of self (Cain, 1991; Steffen, 1997). Given that all 
of the women, in the present study, were recruited via support organisations it might 
be the case that they had been influenced by the culturally available knowledge they 
had been exposed to through their support organisations.
The impact of AS on family relationships was also revealed by the women in this 
study where informal sources of knowledge and support were often experienced as 
contradictory. Advice from relatives was also perhaps given less credibility due to the 
legitimacy that is attributed to medical opinion over other forms of knowledge (Miller, 
2005). This commonality also revealed something around gender, where the majority 
of the women reported taking primary responsibility for their child’s welfare. This 
supports claims from previous research that AS in the family has the potential to 
restrict women to largely traditional gender roles (Gray, 2003).
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4.3.3. Mothering ‘ability’
The moral and cultural context in which women become mothers is highlighted by the 
this commonality Many of the women in this study felt that their parenting abilities 
had been judged by others; their child was deemed to be ‘naughty’ and therefore they 
were perceived to be ‘bad’ parents. This supports previous literature which has 
highlighted how women are bombarded by messages about what constitutes ‘good’ or 
‘bad’ mothering practices and a feeling that their own efforts are being scrutinised 
(Barclay et al, 1997; Weingarten et al, 1998). As the chronic illness literature has 
suggested, a medical diagnosis can remove the sense of ‘blame’ and provide a socially 
legitimate basis for behaviour (Garro, 1994). Likewise, many of the women in this 
study reported feeling vindicated when their child was given a diagnosis of AS by a 
healthcare professional. The women in this study had embraced the ‘master narrative’ 
of science and medicine to construct themselves as ‘good’ mothers and their child as a 
‘special child’ (Gray, 2001).
4.3.4. Battling the Establishment
The final commonality to emerge, battling the establishment, exposes the relationships 
that many of the mothers described having with professional networks in health care 
and education. Many of the women described problems with getting a diagnosis for 
their child. Some had been ‘fobbed o ff and others had been given vague diagnoses, 
such as ‘autistic traits.’ This finding supports previous research where mothers of 
disabled children reported that they had been labelled as ‘neurotic’ or ‘confused’
(Todd & Jones, 2003). It also highlights the implications that a delayed diagnosis 
(Howlin & Moore); dismissal of concerns (Howlin & Asgharian, 1999) and 
inappropriate reassurance (NIASA, 2003) can have on the way women view 
themselves. Many of the women in this study reported that these challenges had led 
them to take up the role of advocates for their children. This role had become a 
crucial part of their identities as they set about gaining knowledge about AS to aid 
them in their quest. This again connects with previous findings from the autism and 
intellectual disability literature (Gray, 2001; Todd & Jones, 2003). Despite having 
this knowledge, some of the women continued to express helplessness with the 
system, feeling there was a total lack of support for them and their child. This 
reinforces the findings of a study by Barnard et al, ( 2001) which found that since the
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government’s white paper outlining the development of health services (Department 
of Health, 2001), no specific service or professional group have responsibility for the 
care of people with AS. Despite this, some positive experiences of professional 
systems were also identified by a few of the women where supportive educational 
systems had helped them to take a break from their care-giving role.
This final commonality also highlights the way in which the dominant cultural model 
of illness contrasts significantly with these women’s experiences (Garro, 1994). 
Despite the fact that many of the women in this study embraced the ‘science’ master 
narrative, medicine had not been able to provide a ‘cure’ or ‘quick fix’ solution for 
their children. Instead many were still engaged in a quest for a solution or a different 
kind of support, leading some of the women to feel quite helpless and disempowered.
4.4. LIMITATIONS
One limitation of this study pertains to the fact that all of the women interviewed were 
white, British. Dyches et al, (2004) highlight the lack of research exploring the way 
in which cultural/racial identity may impact on a family’s adaptation to a diagnosis of 
autistic spectrum disorder. Furthermore, it has been proposed that narratives are much 
more available to the middle classes as a means of talking about their lives and that 
some groups in society are more rehearsed and practiced as ‘story tellers’ (Miller, 
2005). The present study does therefore not provide generalisability but it provides 
transferability to other, similar groups, of women in the same socio-historical context.
Another limitation of this study relates to the validity threats that have been proposed 
to arise in narrative research because of the differences between a person’s actual 
experienced meaning of an event and his or her storied description of that event. 
Polkinghome (2007) highlights the limits of language to capture the complexity and 
depth of experienced meaning; the limits of reflection to bring attention to the layers 
of meaning that might be present outside of awareness; the pressure on people to act 
in social desirable ways such that they do not reveal the entire complexities of the felt 
meanings that they are aware of; and the complexity caused by the fact that narratives 
are a co-creation of the interviewer and participant.
Major research project
191
Although the narrative approach used in the present study provides good evidence 
about the women’s experiences, there may be limitations to the information provided 
and the interpretations made. Many of the women in the present study were still 
living with the day-to-day chaos and disruptions to their lives that motherhood had 
brought. These women may, therefore, not have had the reflective space from the 
events in their lives to fully explore all the layers of meaning associated with those 
events (Frank, 1995). Furthermore, the pressure these women may have felt to present 
themselves as a ‘good’ mother may have prevented many of them from exposing the 
entire complexities of the felt meanings that they were aware of. This pressure to give 
socially desirable accounts of their experiences may have also been enhanced due to 
the position of the researcher as a healthcare professional. When conducting narrative 
inquiry researcher roles can become highly complex (Connolly, 2007) where 
interviewers might position themselves, or find themselves positioned, as a friend, 
researcher, interviewer and counsellor (Campesino, 2007). It is important to 
acknowledge that, in the present study, managing these multiple roles, alongside the 
researcher’s ovm position and prior experience, will have had an impact on the 
collection and interpretation of the women’s accounts.
The final limitation pertains to the fact that there was only one interview used to 
collect the participant’s narrative accounts. In order to bring alive the temporal nature 
of narratives many other research studies using this approach have sought to conduct 
several interviews over a period of time (Miller, 2005). In the present study, this 
method was not chosen for pragmatic reasons. However, this approach may have 
facilitated the women’s comfort with the interviewer and interviewing process, 
perhaps enabling them to speak even more freely about their experiences.
4.5. CLINICAL IMPLICATIONS
This study has revealed that becoming a mother to a child diagnosed with AS can 
have major implications for a woman’s sense of self. Many of the women in this 
study expressed some dissatisfaction with professional systems and this had also 
impacted on the way in which they viewed themselves. On the basis of this research, 
services need to consider a number of factors in relation to the needs of women who 
have a child diagnosed with AS.
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When women first present with concerns about their child, professionals need to take 
into consideration how difficult it can be for women to talk about mothering 
experiences that do not fit with societal ‘norms’ of motherhood. A woman’s 
knowledge about her child should be considered to be as important, if not more so, 
than medical opinion. Therefore, any early concerns should be listened to and 
validated with appropriate referral action being taken so that the woman feels heard 
and understood. Any support that can be offered at this stage should be provided in a 
way which does not undermine a mother’s knowledge or make her feel blamed and 
scrutinised. At the diagnosis stage, support needs to be offered to the woman in 
managing the initial impact of her child’s diagnosis. Information and education about 
AS and support organisations should be offered in a timely manner and women should 
be given the opportunity to discuss this information with a professional if they wish. 
This should be followed up with further support which is both practical in nature and 
which gives women the opportunity to reflect on their child’s diagnosis and the way it 
impacts on their identity. The opportunity should also be provided for women to 
explore their experiences of stigma or marginalisation and the way these have 
impacted on their sense of self. Adopting a narrative (White & Epston, 1990) or 
systemic therapeutic approach (Simon, 2004) would enable professionals and the 
family system to work together, taking into account the impact of familial, social and 
cultural discourses whilst exploring identity issues. Healthcare providers also need to 
be involved in the education of the public and question the taken-for-granted cultural 
discourses that place pressure on people to present themselves in particular ways.
Most importantly services need to view women as women with interests, aspirations 
and values that exist outside of motherhood.
4.6. FUTURE RESEARCH
Given the richness of the information provided by the women in this study it would be 
interesting to explore further the way in which women, who are mothers to a child 
diagnosed with AS, construct their identities. Further exploration of the factors that 
are related to different narrative forms and the way identity is constructed over time 
would provide further insights into how women can best be supported in this. 
Longitudinal studies which highlight the temporal nature of identity construction 
could be a particularly useful way of exploring this issue.
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As AS in the family system can have such an effect on a mother’s sense of identity it 
would also be interesting to explore issues of identity amongst other family members. 
The transition of men to parenthood has been relatively neglected in previous research 
(Condon et al, 2004) and it would be therefore be particularly interesting to explore 
the way in which men who become fathers to a child diagnosed with AS construct 
their identities. Many of the women in the present study also commented on the 
impact that they felt their child diagnosed with AS had on their other children. A 
study focussing on the siblings of a child diagnosed with Asperger’s may also be a 
fruitful area for future research.
4.7. FINAL REFLECTIONS
This research has influenced me in a number of ways. I have become a lot more 
aware of issues of identity in my clinical work and I feel this has made me more 
sensitive to the cultural, social and political contexts in which people are embedded. 
This has fuelled my interest in systemic and narrative approaches, in therapeutic work, 
which I feel allow me greater freedom to explore these issues. This research has led 
me to think about the difficulties people might encounter when their own experiences 
are contrary to dominant societal discourses. I have thought about people from 
different cultural backgrounds and the way their sense of self might be influenced 
from living within the societal ‘norms’ of British culture. I have become acutely 
aware of the cultural pressures that women face when they become mothers. This has 
led me to question my own assumptions about how I will experience motherhood, 
should I become a mother.
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APPENDIX 1 -  Ethical approval
iriiS
Dr Kate Davidson
Chair. SHS Hfeics Committee
University of Surrey
University of
Guildford
Surrey GU2 7XH UK 
Telephone:
+44 (0)1483 689445 
Facsimile:
+44 (0)1483 689550 
www.surrey.ac.uk
School of 
Human
Julia Baker
Psychology Department -  PsychD 
University of Surrey
9 October 2006
Dear Julia
Reference: 49-PSY-06
How are the identities of mothers with a child diagnosed with Asperger’s Syndrome 
constructed?
Thank you for your submission of the above proposal.
The School of Human Sciences Ethics Committee has given a favourable ethical opinion.
If there: are any significant changes to this proposal you may need to consider requesting : 
scrutiny by the School Ethics Committee.
Yours sincerely 
Dr Kate Davidson
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APPENDIX 2 -A dvert
Research Project
Are you a mother of a child diagnosed with Asperger’s Syndrome?
Would you like to have the opportunity to talk about your experiences of parenting a 
child with Asperger’s syndrome?
Julia Baker is in her final year of her practitioner doctorate in clinical psychology at 
the University of Surrey. She is particularly interested in ASD and the way in which 
families, of those who have been diagnosed with Asperger’s Syndrome, manage in 
their everyday lives.
She is carrying out a research project, as part of her doctoral training, which aims to 
explore the ways in which mothers, who parent a child with a diagnosis of Asperger’s 
syndrome, think about themselves and their experiences. She hopes that this research 
will encourage service providers to think more about the ways in which they can 
support the families of individuals who are diagnosed with Asperger’s syndrome.
Julia would be really interested in hearing your views and is looking for volunteers to 
participate. Your participation would involve meeting with Julia for an hour and a 
half (maximum) to talk about your own views and experiences. This meeting will be 
audio-taped to ensure that your responses are recorded accurately. The tape will only 
be listened to by Julia and her manager. All the information you give would be 
anonymous.
If you are interested in volunteering for this research you can contact Julia for further
information by calling__________ , by e-mailing her on ____________ , or by writing
to her at: Julia Baker, Trainee Clinical Psychologist,
Julia would like to thank you for your support with this project.
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APPENDIX 3 -  Invitation letter
Dear [NAME],
Re: Research project: How are the identities of mothers with a child
diagnosed with Asperger’s Syndrome constructed?
Thank you for expressing an interest in the above research project.
The following documents are enclosed:
• Participant Information Sheet: This provides you with further information about 
the project, the aims of the study, what is involved if  you wish to participate and 
the contact details of the researcher should you require any further information. 
Please read this carefully before you decide whether or not to participate. The 
Participant Information Sheet is yours to keep.
• Consent Form: Please sign and return this in the stamped addressed envelope 
provided if you agree to take part in the study. You will be provided with a copy 
of the Consent Form to keep when you meet with the researcher.
Thank you again for considering participating in this study,
Yours sincerely
Julia Baker
Trainee Clinical Psychologist
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APPENDIX 4 -  Information sheet
Title of Project: How are the identities of mothers with a child diagnosed with
Asperger’s Syndrome constructed?
Researcher: Julia Baker, Trainee Clinical Psychologist, University of Surrey
I would like to invite you to take part in a study. The study aims to explore the ways 
in which mothers, who parent a child with a diagnosis of Asperger’s syndrome, think 
about themselves and their experiences. Whilst I am interested in hearing your views 
the research is voluntary and you do not have to take part. The information below is 
there to help you decide whether you would like to participate. Please read the 
information carefully and discuss it with friends, family or your GP if you wish. The 
standard of care you receive from any services will not be affected by your decision. 
Take time to decide whether or not you wish to take part before returning the consent 
form. Thank you for taking the time to read this.
What is the study about?
There is very little research that has focussed on the experiences of mothers who 
parent a child with Asperger’s syndrome. This study aims to provide the opportunity 
for mothers, who have a child with the diagnosis, to talk about their own views and 
experiences.
What is the study for?
The study is part of my clinical psychology doctorate course at the University of 
Surrey. I have chosen this topic because of my interest in autistic spectrum disorders 
and the way in which families, of those who have been diagnosed with Asperger’s, 
manage in their everyday lives.
The study will help us to understand the experiences of mothers who parent a child 
with Asperger’s syndrome by giving those individuals the opportunity to express their 
views. This will help carers and professionals provide better support for mothers who 
parent a child with a diagnosis of Asperger’s.
What will I have to do?
The study involves taking part in an interview during which you will be asked to talk 
about your experiences. The interview will take between 60-90 minutes depending on 
how much you would like to say. The conversation will be recorded on audiotape to 
ensure that your responses are recorded accurately. The meeting can either take place 
at your home or at the University of Surrey, whichever you prefer. We will need a 
quiet room which we can use to conduct the interview. You will be asked to complete 
a demographics questionnaire at the beginning of the interview which will ask details 
about yourself (e.g. your age, ethnic origin, marital status); your child with the 
diagnosis of Asperger’s (e.g. their age, when they were diagnosed) and your
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relationship with your child (i.e. whether you are their biological, adoptive or step­
mother).
What are the potential disadvantages of taking part?
There are no known risks of taking part in this study. However, it is possible that you 
might find that participation leads you to think about aspects of your experiences that 
are upsetting. If this occurs the researcher will ask you if you would like to terminate 
the interview and will provide information about support organisations should you 
wish to contact them.
Is the information I give confidential?
Yes, the tape will only be listened to by myself and my University supervisor. All the 
information used during the write-up of the study will be anonymous. People’s names 
will be removed so that they cannot be identified. The audio tape will be transcribed 
word for word. The tape will be deleted one year after completion of the study. The 
transcripts, demographic form and consent form will be stored in a locked filing 
cabinet at the University of Surrey for 10 years, following which they will be 
destroyed. All data will be kept in accordance with the Data Protection Act 1998.
What happens to the information?
A copy of the research will be held at the University of Surrey library and parts of the 
study may be published in academic journals. A brief summary will also be written in 
the Surrey News (the National Autistic Society Surrey branch newsletter). If you wish 
you will also be sent a summary of the findings, once the study is complete. All 
information will be anonymous.
What do I do if I want to take part?
If you would like to take part in this project please sign and send back the Consent 
Form in the Stamped Addressed Envelope provided. You will be given a copy of the 
Consent Form to keep when you are interviewed. I will contact you to arrange the 
meeting once I have received a copy of the Consent Form. Please indicate, on the 
Consent Form, how you would prefer to be contacted.
Contact details:
Julia Baker (Chief Investigator) Tel:
E-mail:
(University Supervisor) Tel:
E-mail:
(Field Consultant) Tel:
E-mail:
If von agree to take part von are still free to withdraw at anv time and without
giving a reason.
This Information Sheet is vours to keep. Thank von for taking the time to read
this information
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APPENDIX 5 -  Consent form
Title of Project:
Researcher:
How are the identities of mothers with a child diagnosed with 
Asperger’s Syndrome constructed?
Julia Baker, Trainee Clinical Psychologist, University of Surrey
Please initial box
1. I confirm that I have read and understood the 
information sheet and have had the opportunity to 
ask questions about the research project.
2. I understand that my participation in this study 
is voluntary and that I can withdraw at any time, 
without any of my rights being affected.
3. I agree that the interview can be tape-recorded.
I also understand that any information I give will be 
confidential and that the tape will be erased one year 
after completion of the study
4. I agree to take part in this study.
5. I agree that the researcher can contact me to arrange the 
interview.
I would prefer to be contacted by (please tick preferred choice and give details)
I I Telephone............................................................................................ (telephone number)
□Post............................................................................................................   (address)
EZl E-mail.
Name
.(address)
Signature Date
Signature of researcher Signature Date
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APPENDIX 6 -  Demographics form
1. What is your age?  years
2. What is your marital status? _____________
3. Which of these groups best describes you? Please tick one box only.
White: □ □
British Irish Any other White background (please specify)
Mixed: I I  I  I  I  I
White & Black White & Black White & Any other Mixed
background
Caribbean African Asian (please specify)
□ □Black orBlack British: _______________________________
Caribbean African Any other Black background (please
specify)
Asian or---------- i--- 1 i----1----------- i---- 1
Asian British:----'--- ' '----*----------- '---- '
Indian Pakistani Bangladeshi Any other Asian background
(please specify)
Chinese or
Other Ethnic i----1 i------1
Group: I----1 I------1
Chinese Other Ethnic Group  '
(please specify)
4. Are you employed? (please circle as appropriate)
Yes No
If yes please give your job
title_____________ _______________________________
If yes, please indicate whether this is full or part time (please circle as 
appropriate)
Full time Part time
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5. How many children do you have?
6. What is the age of your child who has been diagnosed
with Asperger’s Syndrome?   years
7. At what age was your child diagnosed with Asperger’s
Syndrome?  years
8. Please indicate whether you are the biological, adoptive or step mother of 
your child with a diagnosis of Asperger’s Syndrome.
9. Please indicate approximately how long you have
been a member of the National Autistic Society (NAS)?
__________ years/months
Participant number
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APPENDIX 7 -  Example of a transcript
I: Okay Theresa, so I just wondered um if you would mind telling me about yourself 
really.
T: What um what before I had the children or ..
I: Yes, if you would like to start there that will be fine.
T: uh I married in 1985, had my first son in 1989, umm basically from I think six 
weeks, the you know the six weekly check up of my eldest, who has Asperger’s there 
were problems. All the developmental checks he had there was a problem. Oh can 
you come back? Can you do this? He’s not doing that. So it was not stressful but 
you know whenever I went to the clinic with my friends who had children the same 
age they would sail through it lovely and it was always and I knew every time I went 
“Oh can you come back next week?” or “Can you” um “You need to go to the doctor 
for that”. It’s just quite stressful because you end up getting very conscious you now 
about you know for heaven’s sake if there is a long line of mums I am always the one 
to get picked out sort of thing. Umm for the first year it was back and forth to see um 
the paediatrician who came to the clinic and she was really nice and I think after the 
first year you know I was quite expecting to be told “Everything is fine now” but then 
it was a case of uh “Well see me in 6 weeks” or “See me in 6 months”. I remember 
getting to [tearful] 18 months old and you know when something is not quite right. 
You can’t put your finger on something inaudible I remember going to see the female 
paediatrician who came to the clinic, she was really nice, and she said to me “You 
need to have a thorough check up at the local hospital.” I just knew I thought uh oh 
but I knew things weren’t right because all his development was slow but umm but 
you know he seemed, he looked fine but everything was slow. Slow to walk, slow to 
hold a cup and knife, fork. Very, very um slow with toilet training. Um so I was 
worried but I knew that things weren’t right so went to [name] Hospital and um we 
saw this paediatrician, [name], and this female paediatrician that came to the clinic 
was there and um they had a sort of a good look at him and examined him and said 
you know he needs to have lots of blood tests and all that sort of stuff. I remember 
sort of sitting there, sitting there and then they were talking to me and because I was 
trying to keep him quiet and what-have-you, they were talking to me but some words 
were going over my head and I remember they said they would see me in about 8 
weeks time and I said “oh thank you very much” and I left the room and I thought to 
myself have they just told me my son’s got problems [tearful]. I walked down the 
corridor and I thought I’m going to have to go back. I’ve never done that before. I 
put him in the buggy and trundled back, got to the door and they were obviously in 
there talking and I said “Have you just told me my son’s got disabilities?” and she 
said “well that’s why we’re doing these tests” and I felt so embarrassed, I thought 
gosh I’m going to leave them again thinking they’ve just told me my son’s got 
problems, you know they don’t know what but something is not quite right. And I 
was extremely upset and um I remember sort of going home and chatting to my 
friends and they said “Don’t worry - I’m sure everything will be fine di dah di dab”. 
And then when I went back the second time my husband came with me because I 
thought you know if I misunderstand something he can, he will probably pick up
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something I haven’t and it was much better because um I was ready to ask more 
questions. I think the first time I just went there and I didn’t really think about sort of 
what they could tell me [tearful] I was just expecting it to be like a little check up.
And they came up with “He obviously has some problems” but we’re not quite sure 
and they kept looking at him, looking at his face, his features, how he walked and he 
had tests for Fragile x, and they checked his chromosomes and various things and you 
know obviously he hadn’t been communicating properly and he. was very not 
aggressive but he was, because there was no communication with my little boy he 
would be very physical and they were sort of looking at that and they came up with 
the fact that he needs to go to a nursery you know to sort of start social-interaction 
because there just wasn’t any even though he went to playgroups and such and he 
needs to start seeing a speech and language therapist which that did start. So the 
whole ball starting rolling basically and they found out that he didn’t have Fragilie x 
and everything else seemed to be fine and so that fair enough he was just slow to talk. 
Umm they said that he had you know that he had autistic traits but that really didn’t 
mean much to be honest with you because I assumed he just had a lack of social, you 
know language, speech and language and it will come and he had speech and language 
therapy in group sessions, on one-to-one, he had the lot. And when we got to 4 it was 
a case of well start thinking about schools, what are you going to do about schools, 
because within this time you are very up and dovm with your emotions because you 
are very anxious. I was very frightened, very worried, concerned. You know you 
went to play groups and people would say “God, that boy, that blimming boy” 
because my son couldn’t communicate so he would be very physical, so he would hug 
and it would be construed as being very boisterous. And so every time I went to 
nursery, nursery groups and mother and toddlers I was always anxious oh gosh what 
was going to happen, what’s he going to be doing? And just I used to try not to get 
worried about it but you do because when you can see people having a bit of a moan 
behind your back or saying “God, if that was my boy I would give him a good 
slapping” and it did used to get to me. But of course I then had another son, my 
second son was bom and um so I sort of had, had him to deal with as well as Gary. 
And as I’ve said when Gary was about 4 we were thinking of what sort of education, 
what sort of school he would need to go to. My younger son was developing I could 
see he was developing in the same sort of way, I think he was about 18 months and I 
just knew, you know, there was no talking at all, no facial contact [tearful] and I 
remember saying to someone at the clinic “I am a bit concerned about Martin, he’s 
very similar”. “Oh, don’t be silly.” And I knew, I just knew that there wasn’t 
something not right. But as I said, all this was a lot happening when we were thinking 
about what education we were going to have for Gary so it was just do you know what 
is happening. I’m sort of doing for him and I’m doing for Gary, so the early years 
were very much like do you know what I mean very, very stressful um and quite 
difficult really because everyone wants the best for their child but I don’t know sort of 
people look at them and see them as being naughty children but you know the 
difference between a naughty child and a child who is socially stmggling to cope. Um 
and I used to beat myself up dreadfully about this - you know and also now thinking 
back I should have just ignored people’s comments but it is very difficult, very, very 
difficult when you have people saying things. Um when you go out shopping um you 
know when you go and pick your child up from mothers and toddlers or when you go 
to playgroups, you know people say things and I did used to find it really difficult and 
upsetting and I do remember at one time a really bad um session at mothers and
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toddlers with my eldest and I was so cross and I got home and I said to my husband “I 
am so upset Gary really let me down” and I just, he said “Well Gary can’t help it” but 
I think I was angry, angry because I was angry at the other mums for the, some of the 
comments that you know they had made and I felt whey can’t you just go to another 
toddlers, why can’t you just play like other children and yet he couldn’t this is how he 
was. So it was very much sort of um it was difficult but as I say when the eldest one 
was 4 um we started to think what sort of schooling he would need. The Speech 
Therapist said he is obviously going to need to continuous speech language therapy 
um because at that time it will sill the case that he had traits of autism but I still 
thought that was quite mild no biggy, sort of thing. And um we uh had someone 
looking at schools and then took Gary for a check up with the paediatrician and he 
said that he’s going to, whatever school he needs to go to he is going to need speech 
and language therapy so we were going to have start looking at special needs. At the 
time it was difficult to get your child statemented although it was sort of it um uh was 
not as difficult as it is now. You know It was quite difficult and you Dr [name] you 
know said that Martin um Gary need to be statemented - he needs to go to school with 
a Speech and Language therapist. So we had this meeting and prior to that the nursery 
that Gary went to, the teacher said that “I will write a report for you”. Well when she 
gave me the report, well I got home and I cried my eyes out. Because I read this 
report and I said to my husband “This is not my son.” They wrote down the teacher 
had written down that “he chooses not to speak” “he is an extremely naughty boy” and 
all this sort of stuff. I showed it to the paediatrician and the speech therapists and they 
were actually gob smacked. They said you know this boy has a problem, significant 
problems and quite clearly the teacher knew nothing about how to cope with Gary but 
I thought I can understand why Gary behaved the way he did in class if the teacher is 
behaving like that so we called a meeting and uh the paediatrician said right well 
we’re here to discuss what education for Gary and he had like an Educational 
Psychologist, various speech therapists and various people and everybody was for 
Gary going to a school with a Speech and Language Therapy, language unit but the 
Educational Psychologist, she just wouldn’t have it. She was coming out with all 
these things. I got quite well I get very emotional now, but I was horrendous back 
then and he was coming up with all these things. My husband wasn’t with me and I 
just shouted at her. And I was so, I got so upset and I said you know” You are the one 
person that is denying my son the right to have the education that suits him” and I 
really lampooned her. And umm the paediatrician came off the fence and said you 
know that Gary has significant difficulty that he’s got to have a place at this school 
and she changed her mind like that and she you know said alright fine, we’ll deal with 
it that’s fine but she still maintained that Gary may um he will probably be fine he just 
needs a year or two and a bit of extra help but I just thought “I am not listening to 
that” just get him into this unit at the local school, get the support in place and let’s 
you know, fair enough started school, got his Statement, started school and because I 
was given the impression by the Educational Psychologist and the teacher at the 
nursery school that I didn’t really have much of a problem although other people were 
saying that do you know what I mean, bit sort of um he had only been there about 2 
weeks and the Head of the Speech & Language Unit said to me “Well he’s really a 
child that we really don’t have these types of children because their so their language 
is so poor and their social skills” and I remember crumbling thinking I am so angry 
that this nursery teacher was adamant that Gary didn’t have a problem and the 
Educational Psychologist was you know sort of poo pooing everything. I just
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crumbled really and she said but “Don’t worry,” she said “we will work with him, we 
will do what we can” but his behaviour was not horrendous but it was very, very 
challenging and um they were very good you know supporting him the best they 
could. It was a main stream school but had like a Speech & Language Unit and they 
did a lot of work with him and he was there for I think 2 years, 2/3 years and they did 
do a lot of work for him, with him, um but socially it was beginning to tell that there 
was a problem but still telling me that he had got signs of this autistic traits. So I am 
still thinking yes, well there is a problem but not making any other connection and it 
got to the point where one of the teachers in his school said oh I don’t really I can’t 
teach this boy any more but if I have to be in the class with him. And that was awful I 
was extremely upset about that and umm and let’s send him to the Communication 
Clinic so I sent him there. Nobody could make a diagnosis. “Well he’s obviously got 
traits of autism um but we’re not quite sure” and nobody would come to a firm 
decision. Oh we will just say he’s got ADHD so put him on Ritalin which is 
obviously calmed him down but social skills, you know, still having a problem. Um 
he got to his last year at um his junior school or infant school and then he needed to go 
to the next school um which has another language imit. Um he had a place there and 
they were still giving him Ritalin, which was calming him down, but his language was 
improving but the social skills side of it was still there and he, as I said he went to the 
next school and he was there from 7 to the age of 11 and half way through being at 
that school it got to the point where I thought “something is not right here”. I am 
seeing psychologists about how I can cope with his behaviour. I’ve got the other one 
who is now at the Language Unit which my other son was at. Um he’s been put on 
Ritalin, same problems but to a worse degree
I: That was the second one?
T: Yes, the second one. Um and I just thought that this is getting a bit too much now 
you know and I kept saying “I am not happy, something is not quite right” but 
everyone was like trundling on. So when my youngest one then went to the same unit 
that my eldest one was in I just thought he’s got to be more, there’s a definite, definite 
autistic problem here not slight, there’s definitely one and I remember I had been 
seeing this psychologist for about 4 or 5 years with both my boys getting advice and 
what-have-you and uh she said that she had a colleague. And I got the impression that 
she felt she had got as far as she could and we were just like one big circle really, 
nothing was you know, the same problems were there and she said I’ve got a 
colleague who specialises in boys like your sons. I suppose I should have said to her 
“What do you mean?” I didn’t. I said “Fair enough”. I will have an appointment 
“Yes, if you feel that’s what is required” but she said “I obviously there are problems 
there but” she said “I don’t want to say anything in case I’m wrong.” I didn’t query it, 
silly really but I didn’t query it. Anyway I had an appointment through the post for 
both boys to come to see Miss [name] the psychiatrist who deals with Asperger’s, who 
specialises in Asperger’s at [name] Hospital. Took both boys and I left them with her 
for about an hour, a couple of hours and I came back and she was very matter of fact 
about it [tearful] and normally she said we have a clinic, like a communication clinic 
where we check children to have a good look to see what problems they have but she 
said I have been with your sons for over an hour and both have Asperger’s Syndrome. 
They’ve definitely both got Asperger’s Syndrome. At the time I was relieved because 
I thought now I know that there is a definite, this is what they have. So where before I
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was going down every, any avenue to get the right support I knew what avenue to 
take, I knew about the name. Although it wasn’t a total shock to me when she told me 
I, I didn’t have any emotions really because I was relieved um and she said you know 
some parents when you tell them they have Asperger’s they don’t really want to 
know. They’ve got a name but they don’t once they’ve been diagnosed they don’t use 
that. They don’t say “My child has Asperger’s”. They just go on. Other people, 
parents want to use it. They want other people to know that their children have 
Asperger’s so that people know and they get the right support. And I said “well I 
want people to know because I am just so exhausted with trying to cope normally with 
2 boys in a normal environment and they are struggling.” So both the schools knew 
and they were also having regular check-ups at [name] Hospital um but it wasn’t until 
about I don’t know about six months later that it dawned on me one day I remember I 
had to go and see the psychologist who had diagnosed the boys and she’d see the boys 
regularly and I would go and see her on my own to talk about you know things that 
you know perhaps I was finding difficult trying to get them to do like toileting, 
bathing, all that sort of stuff. And it just hit me whack, one day it just hit me that my 
sons have Asperger’s. I felt so embarrassed but I think it was all those years of 
struggling, of trying to um behave and get my boys to behave in situations where they 
couldn’t cope with and I was telling them off “You must do this” and they couldn’t 
cope with it. So all that came out and um you know all that came out and I got some 
help and support and iff  had any problems I would speak to this doctor and uh that 
went on for a couple of more years and it go where uh they didn’t discharge myself or 
my boys from the care but I could get back to them if I needed anything. Do you 
know what I mean?
I: Yeah
T: Because, she had given me so much advice um and things to do for the boys like, 
doing things like explaining things through stories, just constantly saying to me like 
you know more or less the importance of accepting that they have Asperger’s and um 
you know basically explaining why they do things and making sure that I got literature 
and all that sort of stuff and making sure that they got the right support in school. So it 
was just left that you know that iff  had any difficulties to contact them and I seemed 
to sort of you just seem to muster on. In between all this going on my marriage did 
break down unfortimately [tearful]. I think it did have a part to play with the boys 
having special needs, there’s no two ways about it because it is was quite um. It takes 
over your life. You know you’ve got two young children who need you and who were 
struggling and it take over, it wasn’t the whole reason why my marriage failed but it 
did take a big part because obviously I was doing for them 24-7 and you know you’re 
not the same person when you, you know you change when you’ve had children 
anyway and it was stressful and my husband dud work abroad a lot so I was left on my 
own a lot and so my marriage broke up and I have a very small family, both my 
parents have died. So I don’t have any family round me so it’s just been me and the 
boys and it has been, has been difficult and I went through a phase when the boys 
were you know sort of at this junior school where I just sort of like, not pulled up my 
draw bridge, but I knew that I’d got so much information from the psychiatrist and the 
counselling and what-have-you that I felt like a pain, I must be a nuisance to people so 
I’ll just pull my draw bridge up and muster on as best I can. Um and this went on for 
a couple of years and um then both my sons left that school. One of them went, well
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they both go, well went to school out of borough, the eldest one was 17 and went onto 
a comprehensive school but had a Language Unit run by the inaudible And I got him 
into that school with no difficulties from the Education Authorities. So he was there 
going to school by taxi and the youngest one, um his Asperger’s is much more 
apparent, you know there’s a lot of things he finds difficult to do. He’s a lot more 
quieter. He, in the last year of his junior school he didn’t change but I could see that 
when the, I was told, have Asperger’s as they get older they can mask things or they 
can, if he finds something difficult, they’ll compensate and do something else. With 
Martin everything just seemed to get bigger. All the difficulties that he had instead of 
them being masked or him finding a way of coping with them, they just seemed to get, 
still be there and something else would come in and by his last year he just he was a 
nervous wreck really. He just seemed to be, he changed from a boy that would run 
around, laughing and giggling to a boy that just seemed a nervous, frightened little 
rabbit you know in the headlights, that sort of thing. And I worked at the school he 
was at and I could see such a change and people would say, “He’ll be fine, don’t you 
worry” um but you know I could see that he was sort of changing and then he went to 
a uh like a I suppose like a secondary school but it’s private, it’s called [name] it’s run 
it’s down in [name] in [name]. He’s been there and I remember his first day he came 
home and he said “Mum,” he said “I’ve had a lovely day. All the boys have got a 
Syndrome, they’re all like me and I feel so happy.” And that’s the first time in a long 
time that I had actually seen that smile on his face. And uh he’s in Year 10 now and 
it’s a lovely school. He has um sort of had his difficulties. Uh he’s had lots of 
problems with bullying unfortunately um which, is at the moment, seems to be under 
control and the bullies have finally been um uh sorted out. They picked on him 
because he is a tall boy and uh he is a big boy for his age but he is very, very quiet. 
And, Year 7 was fine and then he started Year 9 and you know I suppose all his 
hormones were starting, he just seemed to be he was a very anxious boy anyway but it 
seemed to double and everything just got out of hand and very depressed and it sort of 
ricocheted you know I felt as though if he, because he felt so bad about himself so 
depressed and frightened about all this bullying it’s very hard, I felt I was absorbing 
all his sadness really and um he’d come home and you could see that he was happy 
going to school it was, he couldn’t cope with the bullying and all the stuff that went 
with it and then he developed breasts and he had to have a double mastectomy 
because he had a lot of breast tissue and uh he was ribbed about that and it just got to 
the point where he started to suffer from you know depression himself and I asked at 
the, one of his check-ups at the hospital if he could see somebody, um you know a 
counsellor, which they said was a really good idea. This counsellor was lovely, she 
um sort of seemed to find out the difficulty straight away and unfortunately she was 
only there for a couple of months and they stopped her funding. So she you know 
phoned me up one day and apologised and said I won’t be here anymore but I will 
pass you on to a colleague and of course within this time Martin had just gone down 
hill and was talking about ways of hurting and perhaps killing himself sort of stuff 
and he’s being seeing this psychiatrist about his self-esteem, the bullying and the fact 
that he’s Asperger’s and the way he deals with the fact that he can’t there is a lot of 
things he can’t do but he really wants to do and it makes him depressed and he’s now 
on medication and things have, have improved and he’s seeing the psychiatrist 
regularly. But it does takes your toll it does take its toll on me as a parent because 
everyone wants their children to be confident, and go out there and take part in this 
and that and you realise that that’s not going to happen the same for your children and
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it’s just the battles always seem to be greater. And I’m not saying my problems are 
worse than other people’s who children do not have Asperger’s but it’s I don’t know 
it’s hard going for them and for me really because when I think back, you know, to the 
early days they were so stressful and I always feel like I’m always on my marks ready 
for anything that happens at school. You know you’re just ready, you know, you can’t 
sit back and relax at all um because there’s always that fear that well he’s alright he’s 
in school, he’s got a full Statement but what if they decide they’re going to take the 
Statement away because there’s no money. There’s a lot of “What ifs”. I’ve been at 
meetings and people have said things and I think you have no idea at all. You know 
when they are in school from 9 to 3 you think that they can cope and in this 
environment. You give them all this support but this support is only because it is in a 
controlled environment. When they are out of the house, when they are out of school 
and gone out into the big world they haven’t got these skills and you tell these people 
and they look at you as if to say “Oh yes but everybody else has to do it” and you feel 
like saying but not everybody has Asperger’s do you know what I mean? In an ideal 
world things would be really great but it’s not like that. I just find I’m always, you 
just can’t relax with things you know. My 17 year old, he goes to college now, and 
sorting out how to get there um because he goes to college, [name] at [name]. So we 
worked out that he has to get a train, he will need to get a bus from [name] to [name], 
then the train from [name] to [name] and there’s a college coach from [name] to 
[name]. Of course I had to go with him. I had to do some dummy runs so that he 
could see “This is where you get o ff’, because it’s no good telling him, he can’t 
picture that and he would get so stressed. I did several dummy runs with him and its, 
its thing that you know I’ve got friends who got sons the same age as my two and 
obviously they worry but they haven’t had to do things that I’ve had to do and you 
know it’s you still worry - do you know what I mean? You’ve got that, I remember 
saying to him “Keep your mobile turned on” and for the first week he went to college 
just phone me or text me when you’re on the train -  to make sure. I’m worried sort of 
thing. And uh he would get home and I’d say “Why didn’t you text me?” “Oh, I 
forgot”. Do you know what I mean? They haven’t got that fear factor, they don’t 
realize um and making sure that in the morning everything been organised because 
he’s not very organised so I have to sort of more or less help him organise his things 
and you feel some 17 year olds are not very organised but it’s the realisation that I 
have to keep doing this I have to I sort of try you know and say “This is what you’ve 
got to do” but remind him to take a pen, a pencil and all this sort of stuff - do you 
know what I mean? And it’s sort of you talk to them and they look at you and its 
going in but sometimes its going in but you know they’re not making that coimection. 
And do you know what I mean its difficult and it is a worry. They say “Oh yes, 
inclusion yes, lets get them all into school, get them all in, they will all be together” 
but that’s great but when have, when they get to 15/16, they start talking about 
personal skills everybody has the same. Um they don’t, they won’t, to me they should 
have personal skill lessons for Asperger’s not have personal skills for everybody 
because one hat doesn’t fit all because Gary’s come in “Oh, we’ve been talking about 
drugs today. I can go up to a man in the street and I can ask for drugs” Giving out all 
these names and “I can do. I’m entitled to do that now” - its so black and white. So 
I’ve then got to then explain, “Yes, that is the law, but you’re not allowed to do so and 
so. “Yes, but the teacher said we can do that, we can go up to someone in the street 
and we can buy drugs in the street if we want to, people.” Do you know what I mean? 
So you’ve got to work out what the school has told you. Yes there are laws but do it in
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a way that they really understand, I remember phoning up and speaking to one of the 
Special Needs teachers at my eldest son’s school who was in year 11 and I said I am a 
bit concerned about the lessons that you give him about “Skills for Life” I said I hope 
that there is somebody there realising that you have Asperger’s students um because 
Gary’s taking on every word and of course he’s coming out with “I can do this now”, 
“I can do that now” and knowing that he couldn’t cope with it and “You’ll have to do 
so and so” and hey ho about the law. It worries me and he said “I do understand”, “I 
will have a word with them.” But do you know what I mean, it’s so, you know it’s so, 
there’s a lot of worries and you try not to be worried and yet you feel stupid because 
you know you meet up with some people who say you know “Yes, but they’ve got to 
get used to being in the real world”. Well I appreciate that but it would be nice if they 
could be in the main stream school that he was in (I suppose they’re all the same) but 
uh it’s you know they are, they are given you know these Life Skill lessons 
appropriate to their understanding rather than everybody just gets told the same
I: yeah
T: and just lets hope that what we’ve told them. So its like trying to explain to Gary 
“You have to have a ticket to get on the train.” “Yes, but there’s never any ticket 
inspectors.” I got a ticket but there’s nobody there so I could have really not got a 
ticket.” I had to explain to him that you are going to get a fine. He couldn’t see that 
“Why do I have to queue up, why can’t I just get on the train.” That sort of thing, you 
know and sort of constantly explaining to him “No, please get a ticket.” So now in the 
mornings, I take him to [name] train station, I go to the ticket box and I say “Right, 
this is what you have to do.” He’s not looking, he’s looking everywhere else. “Here’s 
your ticket” um it’s cheaper to get two tickets because he’s got his student card 
because before 9 o’clock you’ve got to pay full fare whatever and “Oh I don’t want to 
be ....” “Oh I can’t be doing ...” “I don’t want to queue up for my ticket, the queue is 
too long. What do I want to be doing that for? What do I want to be doing that?” So I 
get him a return, two tickets. He takes it and off he goes and you just pray to God that 
he’s got to [name] ok. Do you know what I mean? And sort of so its just, you know,
I try not to worry but I do.
I: Yes
T: I don’t really know what else to say. Am I ?
I: It’s fine. Yes, I guess you sort of started by talking about the struggles of I guess 
people trying to figure out what was happening really and that eventually came and 
now I guess I think you are saying the struggles are slightly different now.
T: Yes, they are different. I think when I look back. When they were younger I felt 
there was lots more things to do, there was much more support out there, there seemed 
to be more groups
I: Mmmm
T: And it seems as though everything seems to be for the young ones but I think once 
they get to 15, there’s nothing and its as though, it’s as though they’re not forgotten.
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but I feel like saying Where do you thing these little ones are going? These little 
ones, they need when they get to 14, 15 or 16, there needs to be much more support 
because the social skills in schools isn’t enough. It’s not to say you know I can take 
Martin out, but Martin has difficulty going out so I struggle to go out socially but 
there needs to be groups/clubs, things for the older ones um so that they can um mix 
with other um Asperger’s children, like they have for the younger ones but it seems all 
the funding seems to go for the little ones. But it’s well its finding someone to run 
something or it’s the money and I feel once they get to 17 it’s as though you know 
there is absolutely nothing.
I: Mmmm
T: And as I’ve found out from my eldest, um he’s got a girlfriend now and things have 
been extremely difficult because he obviously emotions - he’s got a girlfriend and he 
thinks he’s going to get married to her and he’s going to be doing this, that and the 
other. And you know when he gets, he’s not good at coping with emotions and he can 
get very aggressive and there’s nobody to go to talk to you know and they say 
“There’s nothing you can do about it, there’s laws there and if he want to leave home 
he can leave home. If he wants to do that, he can do that.” And you just there’s no, 
you feel there’s nothing you can do about it and I feel with the Asperger’s, nobody 
would know that my boys had Asperger’s. You know when Gary went for his 
interview for a place at his college, the lecturer said to me “Oh,” he said “how 
charming and polite your son is. Do you know you wouldn’t know he had 
Asperger’s.” He shook my hand and well what’s he meant to do? And yet if you’ve 
got fully blown autism you’ve got so much more support out there. You know there’s 
much more support out there and yet the Asperger’s, um there isn’t a lot of support.
So they’ve got to go on, they’re sort of going out mixing, if they can go out to 
socialise, but there just isn’t anything and I think to myself that Martin is 15 now and 
I’m struggling to get him to socialise and mix and if there isn’t any help for him now 
when he’s 18 things aren’t going to be, he’s just going to be indoors. And it’s just you 
know what can you do? There’s nothing basically. He has he’s just started, he has 
got this befiiender who sees him once every 4 weeks and it’s a young person and they 
gives up their time and take him to the pictures and that sort of stuff but that’s just 
once every 4 weeks.
I: Yes.
T: There’s just nothing at all. It’s as though, I know that people say “We’ve put all 
into the young ones so that when they get to so and so age” but the trouble is they’re 
missing, they’re missing a chunk of young people now. They’ve started this group in 
[name of place] for parents of children with Asperger’s um and the autistic spectrum.
I went to the first one, and I was, this was before Martin was diagnosed with 
depression but things were pretty dire for him. I remember sitting there and I was so,
I couldn’t cry, but I sat there and I just thought we are sitting here and we are talking 
about our children’s difficulties and we are all saying the same thing “Help” and its 
just like, but you’ve been told there’s no funding uh what would you like to do? Do 
you know what I mean and you’re just sitting there and I’m thinking this is making me 
feel worse, its not making me, do you know what I mean, I couldn’t go back. I didn’t 
go back. Its not that I won’t go back it’s just because I felt so depressed because I
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thought gosh I’ve got to go home to my son and you know we are desperate to do 
things to sort of make, improve things. There is just nothing basically and I just feel 
it’s uh I don’t want to be negative but it does worry me that you know to sort of help 
him in the future. He needs much more, much more like classes for social skills say 
on a Saturday morning - something.
I: What would it mean for you as a mum or as a person really, if those things were 
available?
T: It would help me because as I say. I’m a single parent and I don’t have any family 
around here at all. I work at the local school and I sort of do lollypopping as and 
when they need me but that’s purely so as that I don’t have to worry about the 
holidays because its that holidays, it’s sort of knowing that I can be there for Martin. 
Okay my eldest is 17 but I couldn’t, if I had a full time job I’d be worried sick because 
Gary wouldn’t think to make Martin a cup of tea or a piece of toast or something, do 
you know what I mean? There’s no empathy there so I couldn’t say “Right, they’ll be 
fine together because Gary would make sure Martin got something to eat and Martin 
isn’t very good at sort of cooking or anything like that - he gets very stressed and 
anxious. So I feel as though I have to be near, do you know what I mean?
I: Ummm
T: Um I feel you know uh I’d love to sort of go out a bit more but there’s just isn’t 
anything you know and uh I suppose it does worry me as I’m getting older I’m 
thinking gosh what’s going to happen to the boys if anything happens to me. You 
know like I had to go into hospital a couple of years ago and I didn’t know what to do. 
I didn’t know what to do with the boys, you know what I mean? It turned out that 
Martin stayed at his school, because it is a boarding school and uh Gary went to my 
elderly in-laws but it was they’re elderly, not an ideal situation to be honest with you.
I: Ummmm
T: And I had to pay you know for Martin to stay at school even though it was a couple 
of months but it’s a worry. You know what I mean? So I’m due to go into hospital 
again and I worry about what is going to happen to the boys and you know you do 
worry about the future because I think to myself gosh you know I remember the 
psychologist saying to me, the one who diagnosed the Aspeger’s for the boys, she said 
to me its going to get worse and its true because we’ve gone from the little years, 
middle years and now the teenage years but its knowing that they’re going onto 
adulthood. Your hands are tied, you can’t say you can’t do that now or you know 
you’ve got to sort of give them uh scope to be independent but when you know they 
are struggling and have, yet the law states that they are entitled to do that. So they 
may be struggling with something but if you can’t stop them -  so what you know it’s 
horrible to be honest with you. It is very worrying but if there was you know like the 
groups/clubs although you know Martin would be very wary but he has got a couple 
of friends who have got Asperger’s and they go to the same school uh he would go, he 
would go if it was special needs and then it would help me because I could sort of 
have some time for myself because I don’t you know have time for myself really and 
uh I do worry about um the boys because I feel I should be doing more but I’m
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thinking what more can I do? I’m doing what I can but um it is hard basically and I 
think the hardest thing is it’s a disability that nobody can see and people think uh you 
are making it up. Its an excuse because I’ve got friends that have got boys the same 
age as my two and I remember back to how people thought about my boys being at 
the nursery and at the play group but now I think well my boys, the ones, the parents 
who used to complain about my boys their boys are going round in groups with 
hoodies. My boys are not doing it, my boys are not naughty. They have a problem 
you know they have Asperger’s. Do you know what I mean all that upset ness and 
taking them out to these groups and worrying sick but still going because I needed to 
mix and I wanted the boys to mix with children but all those tears and yet my boys 
aren’t going round in these groups with hoodies, you know. They’ve still got their 
difficulties but they’re not doing that. So my boys weren’t naughty, they were like 
coping as best they could. Uh but everybody sort of, I know quite a few women who 
have children with Asperger’s, perhaps we are all different, we all have different 
opinions, but you know my opinion is it is hard going cos I the times I’ve been 
somewhere “Oh you wouldn’t know he had a problem”. You know they’re sort of 
sitting there and you think what are they meant to do? How are they meant to look? 
You know and you feel and I always feel people say “She’s just saying that she’s only 
saying that they're like that. They understand” Do you know what I mean? It’s just 
uh I don’t know, it’s a horrible feeling you know of, you want to do more but what 
can I do? I’ve been to so many groups for this and classes for that you know and 
taken advice. I’ve done the best I can but I still fell bad, I still feel you know I’ve not 
done enough it’s silly, it is, it’s silly but I do sometimes I think to myself well if they 
had a physical that you could see the problem perhaps not that things would be so bad 
but I just think it’s a horrible, you know it’s a, nobody can see and they’re just going 
to go through life with people thinking that they are anti-social or rude or you know 
sort of how are they sort of going to mix. My eldest is 17 and I always think oh he is 
going to learn the hard way because you can’t explain everything to him and when he 
gets anxious uh he hides it for a while and then he shows you know he gets, he can get 
quite aggressive. And I think why should my boys have to lean the hard way? Why 
cannot I show them and explain to them. Do you know what I mean? It is, it’s very 
hard but I suppose as a parent we all worry about our children. Uh we want the best 
but it does knock you, it knocks your confidence I think. Um you know I’ve been to 
meetings at schools and I’ve held my own and I’ve been very good. I’ve sort of stood 
up. I’ve never had any major battles with people but I try not to get upset and I’ve got 
tougher as I’ve got older but it still upsets me when people say something and perhaps 
they don’t realise i t . You know it’s like um trying to explain to a teacher at my 
youngest son’s school why he has difficulties opening the front door and they look at 
you as though you are stupid and they say “Well why can’t he open the front door?” I 
said because he his very nervous and he gets very, very anxious. I said if I’m the 
other side of the door he won’t open it I really have to shout but they look at you as 
though you are stupid and it makes me feel as though well perhaps I am a bit stupid. 
Then I think well why am I worrying myself about it, this is what’s real. You know 
trying to explain to people um. Quite often uh you know I’ve come away from 
meetings and I’m worried sick about it the following day. Perhaps I shouldn’t have 
said that or perhaps they think I’m daft; about that, or perhaps you know well “She’s a 
bit odd, that’s why her boys are a bit odd.” I know it’s daft but it does makes you feel 
like your sort of having to really fight for something which you shouldn’t have to. Do 
you know what I mean, you shouldn’t have to.
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I: Yes
T: It should be, its should -  it’s so obvious. I suppose my, my next journey is to you 
know see my sons go through teenage years to you know the next step, watching them 
sort of get older. I don’t want to sort of um live their lives for them uh but just 
worrying about uh if they get into trouble. Not what I mean by trouble is if there is a 
situation will they be able to hand out if they are out of house and they are own their 
own - that sort of thing. Uh you know I will say to Gary, you know, the oldest one, 
you’ve got to be very careful uh you know you mustn’t believe everything you see. If 
you don’t understand, ask for clarification. “I know, I know, I know.” And or he will 
come up and say something and you know that not true, you know. But he believes 
because that person tells him that it’s true you know. He has admitted that he’s 
gullible and he sees good in everybody but he’s not very good with ‘stranger danger’. 
But what can you do, you told “There’s nothing you can do about it Mrs [name], you 
can’t stop them. The law is this.” What can you do? It’s just I even phoned the 
National Autistic Helpline up and said you know that as a parent I feel my hands are 
tied and you know and they just said you know “Well there’s not a lot you can do and 
you just have to be there and just reinforcing things.” But you just, it’s a horrible 
feeling really, it’s just a horrible feeling. I don’t know what else you want me to say 
really.
I: It’s fine. You were just saying at the end there feeling worried about the future and 
being helpless at what you can, or not knowing what you can do or not being able to 
do actually anything about it as well.
T: Yeah you know I didn’t mean, I don’t know what I thought. When the boys were 
younger, it seemed difficult but I’m realising, when I look back now, things were 
difficult but when there is so much support in place you feel much better. It’s 
knowing now that you know, I don’t know who to turn to. Like with my 17 year old, 
he has like a transitional worker and I phoned him a fair few times if I’ve had 
concerns about um uh Gary obviously with his education but a couple of times I’ve 
phoned her up about personal things because I just don’t know who ... do you know 
what I mean?
I: Yes
T: I think I would sort of benefit, or appreciate, or what I think would be a good idea 
if there is an agency, you know people you can phone up, uh not like a social worker 
but somebody in that field who can offer you advice about things when you get to, 
you know you’ve got Asperger’s who are 17 and 18 and I now there’s not a lot they 
can do, they can do because the law states but you know this transitional worker said 
that this is what the law means, you have to do to the rules and its not your say in it. 
The Government makes these rules and all this sort of stuff but I think somebody that 
you can phone up and say you know “This is happening” or “I don’t know how to 
cope with this.” Uh you know that sort of thing really because it’s just you know a 
horrible situation really and as I say with my 15 year old um I have concerns for him 
because he seems so much worse but they just seem to be getting worse as he gets 
older and I don’t quite know what to uh do with him - struggle on really you know.
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And he says to me “Mum”, he says, you know he cries “If I didn’t have Asperger’s I 
could do so much more. I want to have lots of friends, I want to socialise but my 
Asperger’s stops me.” And you know you’ve got to, you can’t gosh it really sounds 
so sad. And you know “people think I am strange, why do people think I am 
strange?” and you know he has no confidence and I feel I have done you know my 
best to you know give him confidence but I realise whatever I do it is not enough. 
There needs to be things out there for Asperger people because they’ve you know 
they’ve got to get on in life, give them help. Don’t just say well here it is for 
everybody. Do you know what I mean, you know one hat for everybody because it 
just doesn’t work like that. And to me it just you know it just needs they need the 
same. They need to get the same support as those with profound autism. They need, 
to be honest with you, they need to have, and as there are so many children being 
diagnosed. Because I know a couple of weeks ago I just thought to myself, you know, 
if you are not going to have um the right facilities, stop diagnosing. You know I’m 
not being funny, stop diagnosing. That was a silly for me to think but that split 
second. Obviously I don’t think that now but that’s just how I felt for that sort time 
it’s just that feeling of you know loss and you do really. Things are not the same. 
Christmas time, you know sort of, if they’ve had a present that wasn’t on their list that 
it doesn’t get opened and of course people say that’s not been touched. I explain to 
them that they didn’t ask for that so they don’t want that present.
I: Yeah
T: You know what I mean? Their dad took them to Euro Disney quite a few years ago 
and uh there was no emotion when they went in the plane and he couldn’t understand 
that. But I said “this is what they are like, they don’t show emotion” and I think he 
said “well they looked ungrateful”. “No” I said “they’re not ungrateful they just don’t 
they have no emotion you know. They’re not going to go why that’s not how they are” 
and you know the dad doesn’t do a great deal with them and he doesn’t seem them a 
lot although he just lives down the road. I think it’s really sad that although he knows 
they have difficulties, do you know what I mean he doesn’t really understand them.
So they’ve not had that um sort of male, you know what I mean. It’s just been me 
basically. I’m the one that sort of does the outings and all that sort of stuff and I think 
it would be, well would have been nice if they’d had that fatherly input and doing that 
sort of stuff. But it never seems to bother them because it’s you know they don’t say 
“Oh I miss dad” or anything like that. They’ve never said anything that at all. You 
know it’s like at Christmas time they just got a cheque in the card and I got a text 
message I had to relay to Martin “Happy Christmas” and I sent a text back to the dad 
saying “Well I’ll pass on the message but wouldn’t it be nice for you to phone Martin 
to wish him”. And then he sent one back saying “It works both ways.” and I’ve 
explained so many times that Martin isn’t being rude this is all part of Martin’s 
Asperger’s but its seen more of a taking it as an insult that Martin - do you know what 
I mean?
I: Yeah
T: And it is upsetting. But I think it is more upsetting for me than it is for them really 
to be honest with you because Martin is so used to it and um he can’t he isn’t able to 
cope at his dad’s place and he doesn’t really want to understand. Uh it’s um sad but I
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think that makes me feel, um you know, in the past you know things could have been 
a lot better, not a lot better, but it would have helped if the boys had more support 
from their father but I think he is only seen it as not that the fact people are helping 
you know it’s you know, they’ve been diagnosed with Asperger’s inaudible and this is 
how they are going to be for the rest of their life. He’s seen it as an insult, you know 
what I mean? And I know a lot of men are like that when they you know with 
Asperger children. They don’t understand why they look so normal but why they 
behave so totally different or indifferent sort of thing. I think that’s it really. I don’t 
know what else to say I hope I’ve made it clear.
I: Yes you have.
T: There’s lot to say but when you’ve got the two of them I just thing everything - its 
just like I’ve never been able to sort of relax properly do you know what I mean?
Relax because when we’ve gone you know its been difficult so you stop going to 
church because they couldn’t be quiet in church and you know didn’t uh have parties 
after their dad left because I couldn’t really afford to have parties because one is 
September and one is October um and I felt bad about that but I just couldn’t afford to 
have parties but the boys obviously didn’t know the difference, sort of thing. Or you 
know someone has had a birthday in the class but they’ve not been invited but 
everyone else has and you know when they were tiny I knew it was because no one 
wanted them disrupting the place. It’s the fact that if anyone is making a noise well 
they are going to copy and they’re going to make a noise but they’re going to make a 
noise in a way they understood. It’s hard. And I know other Mums that have had 
children like Martin and Gary have said similar things it does make you feel like you 
are mourning someone - do you know what I mean? It’s a sad thing at times but and I 
suppose it just knocks your confidence really. You know I think you just have to try 
and dust yourself off and get on with it the best you can but I think it would be nice if 
there was like a lifeline somewhere for when they get to the teenage years because I 
think it’s what’s needed. I know in the paper it was about that couple who had a 
daughter that kept spending and you know and you think to yourself gosh because I 
remember I spoke to somebody, I can’t remember who it was. I was having problems 
with Gary, the eldest one, and oh it’s been in the paper about this women and her 
husband you know and the daughter spending and there’s nothing you can do about it 
and you just think, oh you know what I mean? sort of I don’t want the future, not to be 
bleak, but I don’t want to feel I’m constantly being anxious all the time until I’m an 
old lady and I’ve popped it. Do you know what I mean? It’s I think it would be nice 
to have sort of um uh somewhere you could go as a parent, not to be patronised, but 
just people to really listen to what you’re saying. I don’t want someone to say “Yeah 
but all 17 year olds are like that” because I know all 17 year old boys are like this but I 
would like to say, someone to say “yeah but your son’s got Asperger’s.”
I: To have it acknowledged?
T: I don’t want to be patronised - you’ve had this all your life you know. Every stage 
of an Asperger’s child is different. Do you know what I mean?
I: Yeah.
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T: Do you know what I mean you know and I just you know I want, it would be nice 
to be here - you know you have a right to be anxious, you have a right to feel anxious.
I feel guilty, I feel silly. I want people to be honest with you instead of “Oh yeah, 
they’re all like that.” You know “They’ll move on and there’ll be something 
different” because you think you thing that they will be different but they’ve still got 
the Asperger’s, that’s the thing, its still going to be there, you know regardless of what 
age. I heard a frightening story. A lady I work with, she has a son who has 
Asperger’s and uh he had gone to a party and uh he’s sort of met up with this girl and 
uh you know he’d obviously ... I think, I think he slept the night with her, spent the 
night with her and um the following day the police were on the door accusing him of 
doing something he shouldn’t have done and uh he ended up going down to the police 
station and I think the girl tried at first tried to say it was done without her consent and 
uh I think everything was fine, there was no proof in it and I think the girl more or less 
agreed in the end that you know she’d had a few drinks and what have you. But you 
know the boy’s mum said while she was there she had explained to the police about 
Asperger’s and that they were talking to him but I knew that he didn’t quite get the 
meaning of this and that frightened me. That poor woman, and you know I think 
everything worked out fine, you know, the case was dropped but I felt frightened 
because that could have been my son, do you know what I mean, and it’s you know 
what I mean it’s sort of a horror, a frightening story and I am sure there are many 
worse stories you know about that sort of thing. You know with Gary I sort of say, 
you’ve got to be careful. I’ve explained to him about girls and that sort of stuff and 
you know it’s not going in you know and. Every year my new year’s resolution is that 
I’m not going to worry.
I: Easier said than done?
T: Yes it is. You know you can’t be there for them 24/7 but when you know that they 
do sort of have difficulties and they’ve got to find their own way, it’s finding a way. 
It’s difficult. I think also I miss not having a family around me, I think that’s the 
thing. I have a sister in Australia but I talk to her but its I suppose not having the 
family as well. Because my boys don’t get that you know not a big social thing. We 
have different people coming in talking to them, that sort of stuff but um it would be 
good if they knew there was people that they could talk to, if they wanted to talk to 
people. Do you know what I mean? It may be out there but it’s not advertised, do 
you know what I mean?
I: Yeah
T: If there’s I think I’ve learnt as the boys have got older lots of organisations aren’t 
well advertised. You just find out by pure chance.
I: Yeah
T: Or you phone up on the off chance. That’s what I’ve found, like the Portage and 
that sort of thing. Its not offered, it’s you either you know find out for yourself by 
push, push, push or you hear well somebody else is getting that and their child has 
only got ‘so and so’. And you think well hang on a minute, my child has got “so and 
so”. You know that sort of thing. As I say. I’ve been phoning up this transitional
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worker about various things to do with the education. A couple of times I have 
spoken to her about personal things, you know, because I don’t know who else to talk 
to and I think that is the thing. That to me is the most important thing for me now, is 
you know that I’ve got to start thinking its okay for me to say in actual fact I am 
finding things difficult, I need help. Do you know what I mean?
I: Yeah
T: Sort of thing not to be worried. Because the thought that Social Services - 1 really 
has always been. Do you know what I mean. I’ve never sort of had any help from 
Social Services in the past. That’s it really I think. I can’t think of anything else.
I: Thanks, Thank you, that’s fine that’s absolutely great
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APPENDIX 8 -  Example of analytic process
Summary
Theresa married in 1985 and had her first son, Gary, four years later. She described 
that at all of Gary’s developmental check ups, problems were highlighted and Theresa 
felt conscious of the fact that she was always the mother who would be asked to bring 
her child back for a further appointment.
Theresa described how difficult it could be for her to take in what the doctors were 
saying and that on one occasion, it was only after leaving the consulting room that she 
realised the doctors had told her that her son had “problems.” Theresa explained that 
her husband accompanied her for a doctor’s appointment following this where they 
were told that Gary had autistic tendencies but no formal diagnosis was given.
Theresa described that Gary’s communicated physically at nursery, so he was thought 
to be a “boisterous” child. She recalled feeling very conscious of the fact that other 
parents would “moan” about Gary behind her back.
When Gary was aged four, Theresa had her second son, Martin and she could see that 
he was developing in a similar way to Gary. She described finding this period very 
challenging as she was trying to find a suitable school for Gary at the time and was 
also finding it difficult to manage the comments other people made about her children. 
She also received a report from Gary’s nursery to inform his next school placement, 
which described him as a “naughty” child. Theresa also explained that the educational 
psychologist had not supported Gary’s transition to a school with a speech and 
language unit, despite the other professionals involved in his care recommending this. 
However, eventually he did attend a mainstream school with a speech and language 
unit and, whilst they did lots of work with him, his social difficulties persisted.
Following this Gary was given a diagnosis of ADHD, due to his challenging 
behaviour, and was prescribed Ritalin. Whilst Theresa felt this helped to calm his 
behaviour his social skills did not improve. When Martin also had to attend the same 
speech and language unit Theresa went to see a professional who specialised in 
Asperger’s and both children were diagnosed. Theresa described feeling relieved at
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this point as the diagnosis would mean that she would know what support her sons 
needed. However, she explained that about six months later the reality of the 
diagnosis and the emotions hit her. Theresa explained that during this time her 
marriage broke down, feeling that the boys’ special needs, whilst not the sole reason, 
may have had a part to play. She described feeling very isolated at this time, as both 
her parents had died and that she cut herself off from others as she did not want to feel 
like a nuisance to people.
Theresa described that Martin’s needs have become more severe as he has got older. 
She explained that he has been bullied and that he is currently on medication for 
depression. She described how this has taken its toll on her as a parent, feeling as if 
she can never fully relax. Theresa also described how much it worries her that her 
children have not been taught the skills they need to cope in an uncontrolled 
environment, explaining that she still has to help organise them.
Theresa explained that although she had found it difficult when her boys were 
younger, looking back, she feels that there was more support available then. She felt 
that if more support were available now she would have more time for herself as she 
struggles to go out socially and has a job where she is still free to take care of the boys 
during the school holidays. She also described worrying about the future, as her boys 
enter adulthood, when legally they will be entitled to do what they wish when Theresa 
knows how much they will struggle to be independent.
Theresa explained that their father has not been involved with the boys too much and 
that it has mostly been left up to her. She felt that she has been affected by this more 
than the boys and wonders whether it may have helped them if they had experienced 
more input from their father when they were younger. Finally Theresa explained that 
she would like support where people are honest with her about her sons’ difficulties 
and to acknowledge her feelings.
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Beginning
The beginning of Theresa’s narrative focussed on the period when her boys were 
young, and the experiences she had as a mother leading up to the time at which they 
were both diagnosed with AS.
Theresa begins her account by explaining how there were always problems at Gary’s 
developmental checks, describing that she was always the mother who would be 
called back for a further appointment:
“All the developmental checks he had there was a problem. “Oh can you come 
back? ” “Can you do this? ” “H e’s not doing that. ” So it was not stressful but you 
know whenever I  went to the clinic with my friends who had children the same age 
they would sail through it lovely and it was always and I  knew every time I  went “Oh 
can you come back next week? ” or “Can you ” um “You need to go to the doctor for  
that”. I t ’s just quite stressful because you end up getting very conscious [...] about 
you know, for heaven’s sake i f  there is a long line o f  mums I  am always the one to get 
picked out sort o f thing. ”
In the above quote Theresa highlights how her friends would “sail through ” while she 
was “always the one to get picked out. ” This perhaps highlights how, although it was 
her son who was needing to be checked again, Theresa perhaps felt as if it was her in 
the spotlight; she had been the one who was chosen out of a “long line o f mums, ” 
something which she became quite “conscious ” about. There is also a contradiction 
in the above narrative where at one point Theresa says “so it was not stressful” and 
later says “it’s just quite stressful. ” This perhaps represents what Theresa feels able 
to say about her experiences perhaps, early on in the interview, testing out what it is or 
is not acceptable to say. Theresa’s consciousness (at this early stage of motherhood) 
about how others might perceive her, what she feels able to say and what she feels 
able to ask of others is also highlighted in the following quote when Theresa went for 
a hospital appointment with two paediatricians:
“they had a sort o f  a good look at him [ Gary] and examined him and said you know 
he needs to have lots o f  blood tests and all that sort o f stuff. I  remember sort o f  sitting
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there [...] and because I  was trying to keep him quiet and what-have-you, they were 
talking to me but some words were going over my head and I  remember they said they 
would see me in about eight weeks time and I  said, “Oh thank you very much ” and I  
left the room and I  thought to myself have they just told me my son’s got problems 
[tearful]. I  walked down the corridor and I  thought I ’m going to have to go back.
I ’ve never done that before. I  put him in the buggy and trundled back, got to the door 
and they were obviously in there talking and I  said “Have you just told me my son’s 
got disabilities? ” And she said “well that’s why we ’re doing these tests” and I  fe lt so 
embarrassed, ”
The above quote illustrates how Theresa found encounters with professionals where 
words were “going over her head” and that she had felt “embarrassed” that she had 
needed to go back and had not understood straight away. However, she also describes 
that she had managed to do this despite her never having done something like that 
before. She also illustrates, in the next quote, how she leamt from this experience and 
felt more prepared the second time:
“when I  went back the second time my husband came with me because I  thought you 
know i f  I  misunderstand something he can, he will probably pick up something I  
haven’t and it was much better because um I  was ready to ask more questions. I  think 
the first time Ijust went there and I  didn’t really think about sort o f  what they could 
tell me [...] Um they said that he had you know that he had autistic traits but that 
really didn’t mean much to be honest with you ”
Although Theresa had felt more prepared this second time round and was “ready to 
ask more questions ” she still found that what they told her “didn’t really mean much ” 
perhaps illustrating how the professional language of “autistic traits ” was unclear for 
Theresa. She then explained that Gary attended nursery where, again Theresa’s 
concerns about the way others perceived her and her son become apparent:
“every time I  went to nursery, nursery groups and mother and toddlers I  was always 
anxious, oh gosh what was going to happen? What’s he going to be doing? And just I  
used to try not to get worried about it but you do because when you can see people
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having a bit o f a moan behind your back or saying “God, i f  that was my boy I  would 
give him a good slapping” and it did used to get to me. ”
The above quote perhaps illustrates that Theresa felt as if she were being judged on 
her parenting ability by other parents at nursery. They had implied that Theresa was 
not ‘doing’ her parenting role ‘properly’ and that they would better be able to control 
Gary’s behaviour if he was their son. Understandably this had an impact on Theresa’s 
own feelings about her abilities as a parent, understandably feeling “anxious ” when 
she went to the nursery. The impact such comments had on Theresa’s own feelings 
about her parenting ability are illustrated in the next quote:
“everyone wants the best for their child but I  don’t know sort ofpeople look at them 
and see them as being naughty children but you know the difference between a 
naughty child and a child who is socially struggling to cope. Um and I  used to beat 
myself up dreadfully about this -you know and also now thinking back I  should have 
just ignored people’s comments but it is very difflcult, very, very difficult when you 
have people saying things. Um when you go out shopping um you know when you go 
and pick your child up from mothers and toddlers or when you go to playgroups, you 
know people say things and I  did used to find  it really difficult and upsetting”
Theresa’s above narrative highlights how Gary’s behaviour was instantly seen by 
others as an indication that he was a “naughty” child and that therefore, in line with 
societal discourses, she was perhaps not in ‘control’ as a parent. Theresa described 
how she used to “beat” herself “wp " indicating that perhaps these comments did lead 
her to question her own parenting ability. Theresa also highlights a societal discourse 
where it is presumed that people “should” be able to “ignore” other’s comments as 
Theresa wonders “thinking back” why she did not feel able to do this. However, her 
account also highlights how difficult this can be when people were saying things 
about her child that also implied something about her parenting ability. Theresa’s 
next quote also highlights how her experiences were not validated by professionals, 
where the nursery teacher also considered Gary to be naughty:
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“the nursery that Gary went to, the teacher said that “I  will write a report for you 
Well when she gave me the report, well I  got home and I  cried my eyes out. Because I  
read this report and I  said to my husband “This is not my son. ” They wrote down, the 
teacher had written down that “he chooses not to speak” “he is an extremely naughty 
boy ” and all this sort o f s tu ff’
Theresa also highlights how her choice of school for Gary was challenged by one 
professional, again giving Theresa the experience of not having her own Imowledge 
about her son validated:
“everybody was for Gary going to a school with a Speech and Language Therapy, 
language unit but the Educational Psychologist, she just wouldn’t have it. She was 
coming out with all these things. I  got quite well I  get very emotional now, but I  was 
horrendous back then and she was coming up with all these things. My husband 
wasn ’t with me and I  just shouted at her. And I  was so, I  got so upset and I  said you 
know, “You are the one person that is denying my son the right to have the education 
that suits him ” and I  really lampooned her. And um the paediatrician came o ff the 
fence and said you know that Gary has significant difficulty, that he’s got to have a 
place at this school and she changed her mind like that and she you know said alright 
fine [...] but she still maintained that Gary may um he will probably be fine he just 
needs a year or two and a bit o f extra help but I  just thought, lam  not listening to 
that. ”
In the above quote Theresa illustrates how she had to fight to get Gary the education 
she felt he deserved. Unlike earlier when Theresa had felt “embarrassed”, this time 
without her husband present Theresa was able to “lampoon ” the psychologist and was 
able to dismiss the information that she did not feel applied to her son, “I  am not 
listening to that. ” However, this was perhaps aided by the fact that other 
professionals also supported Theresa’s decision. Theresa also comments on her 
emotional expression, describing it as “horrendous back then. ” Her use of the strong 
word “horrendous ” perhaps illustrates that Theresa feels there is something 
‘unacceptable’ about expressing her emotions, possibly indicating that they have not 
been acknowledged by others.
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Theresa went on to describe the way in which Gary continued to show challenging 
behaviours at nursery and that despite her continuing to seek a diagnosis for him, a 
firm decision was still not made:
“Nobody could make a diagnosis. “Well he’s obviously got traits o f  autism um but 
we ’re not quite sure ” and nobody would come to a firm decision. Oh we will just say 
he’s got ADHD so put him on Ritalin [...] but the social skills side o f  it was still there 
and he, as I  said, he went to the next school and he was there from  7 to the age o f  11 
and halfway through being at that school it got to the point where I  thought 
something is not right here. I  am seeing psychologists about how I  can cope with his 
behaviour. I ’ve got the other one [Martin] who is now at the Language Unit which 
my other son was at. ”
In the above quote Theresa describes that, whilst she was continuing to see that 
something was “not right” with Gary, and that her other son was also having similar 
difficulties, professionals were still unable to make a firm diagnosis. Theresa begins 
to illustrate in this part of her account how her faith in professionals’ ability to 
diagnose was perhaps waning to a degree, when she realises that the ‘experts’ do not 
always know what to call something, “oh we ’II just say he’s got ADHD. ”
“when my youngest one then went to the same unit that my eldest one was in I  just 
thought he’s got to be more, there’s a definite, definite autistic problem here not 
slight, there’s definitely one and I  remember I  had been seeing this psychologist fo r  
about 4 or 5 years with both my boys getting advice and what-have-you and uh she 
said that she had a colleague [...] “who specialises in boys like your sons ” I  didn’t 
query it, silly really but I  didn’t query it [...] Took both boys and I  left them with her 
for about an hour, a couple o f  hours and I  came back and she was very matter offact 
about it [tearful] and [...] she said I  have been with your sons for over an hour and 
both have Asperger’s Syndrome. They’ve definitely both got Asperger’s Syndrome ”
In the above quote, Theresa illustrates how, although other professionals had not been 
able to make a firm diagnosis she was sure that both Gary and Martin had a “definite 
autistic problem. ” She describes how she had not queried the psychologist who
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referred her sons to the specialist and uses the word “silly” when she thinks back to 
why she did not ask more questions at the time. This perhaps reflects the way in 
which Theresa looks back on her experiences and questions herself about the way in 
which she managed situations at the time. She also describes the “matter o f  fact” way 
in which she was told their diagnosis. Theresa became quite tearful at this point in the 
interview indicating that being given a firm diagnosis in such a matter-of-fact way (in 
the context of no firm diagnosis having been made up until that point) was quite 
painful for Theresa.
Middle
The middle of Theresa’s account is focused on some of the experiences Theresa had 
since her son’s were diagnosed. Although her initial feeling following the diagnoses 
is relief, she goes on to describe the breakdown in her marriage and subsequent 
isolation that she felt as a person mothering two boys with a diagnosis of AS.
Theresa starts this part of her account by reflecting on what it meant for her to have 
diagnoses for her two sons. In the following quote she emphasises the way in which it 
is important for her to tell others’ about her children’s diagnosis:
“At the time I  was relieved because I  thought now I  know that there is a definite, this 
is what they have. So where before I  was going down every, any avenue to get the 
right support I  knew what avenue to take, I  knew about the name [...] and she [the 
psychologist] said, you know, “Some parents, when you tell them they have 
Asperger’s, they don’t really want to know. They’ve got a name but they don’t, once 
they’ve been diagnosed they don’t use that. They don’t say “My child has 
Asperger’s ”. They just go on. Other people, parents want to use it. They want other 
people to know that their children have Asperger’s so that people know and they get 
the right support. ” And I  said “well I  want people to know because la m  just so 
exhausted with trying to cope normally with 2 boys in a normal environment and they 
are struggling. ”
In the above quote, Theresa emphasises how having “the name ” made her feel as if 
she would now know “which avenue to take ” in trying to get her children the support
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they needed. She also highlights how it was important for her to tell other people 
about the diagnoses as, up until now, she had perhaps been made to feel by others as if 
she ‘should’ be able to cope “normally” in a “normal” environment when her two 
boys were “struggling”. It was important for Theresa to assert to others that it was 
not her parenting that had made this difficult (as some people had earlier implied) but 
that her sons had a “definite ” diagnosis, “this is what they have. ”
Despite this initial relief, Theresa goes on to describe the way in which the emotional 
implications of her experiences to date, and the diagnoses, also caught up with her one 
day when she was seeing the psychologist:
“And it just hit me whack, one day it just hit me that my sons have Asperger’s. I fe lt 
so embarrassed but I  think it was all those years o f  struggling, o f  trying to um behave 
and get my boys to behave in situations where they couldn 7 cope with and I  was 
telling them o ff “You must do this ” and they couldn’t cope with it. So all that came 
out”
Again, in the above quote, Theresa describes feeling “embarrassed” about these 
emotions perhaps reflecting the degree to which she felt these are acceptable or were 
accepted by others. She then went on in her account to explain how support and 
advice from the psychologist was withdrawn:
“she [the psychologist] had given me so much advice um and things to do for the boys 
[...] and making sure that I  got literature and all that sort o f  stuff and making sure 
that they got the right support in school. So it was just left that you know that i f  I  had 
any difficulties to contact them and I  seemed to sort of, you just seem to muster on ”
In the above narrative Theresa describes how now she had been seeing the ‘experts’ 
for a time and been given “so much advice ” it was expected that she should now be 
able to “muster on ” as best she could. The way Theresa describes this experience 
perhaps illustrates that she felt as if she should just be able to soldier on regardless of 
the challenges and emotions that she felt along the way. However, the impact of this 
on Theresa, as a person, becomes apparent in the next quote:
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“In between all this going on my marriage did break down unfortunately [tearful]. I  
think it did have a part to play with the boys having special needs, there’s no two ways 
about it because it is was quite um. It takes over your life. You know you’ve got two 
young children who need you and who were struggling and it takes over, it wasn’t the 
whole reason why my marriage failed but it did take a big part because obviously I  
was doing for them 24-7 and you know you ’re not the same person when you, you 
know you change when you ’ve had children anyway and it was stressful and my 
husband did work abroad a lot so I  was left on my own ”
Theresa illustrates how much she felt she had changed as a person, where she 
described that caring for her children “takes over ” her life. In the next quote she 
describes how isolated she became as a person who had now changed into a mother of 
two children with special needs:
“I  went through a phase when the boys were you know sort o f at this junior school 
where I  just sort o f  like, not pulled up my draw bridge, but I  knew that I ’d got so much 
information from the psychiatrist and the counselling and what-have-you that I  fe lt 
like a pain, I  must be a nuisance to people so I ’ll just pull my draw bridge up and 
muster on as best I  can. ”
Again in the above quote, Theresa highlights her feeling that she ‘should,’ with the 
help she had been given be able to “muster on ” so as not to be “a pain ” or “a 
nuisance ” to people. This, again, highlights her concerns about how others might be 
seeing her. Theresa was feeling as if she should cope and soldier on and this is what 
she tried to do. This perhaps links in with societal discourses that mothers ‘should’ be 
able to cope and rise to the occasion, especially when they have received some 
‘expert’ support.
Theresa then went on to describe how her how youngest son, Martin’s difficulties 
have impacted on her, as he has grown up:
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“With Martin everything just seemed to get bigger. All the difficulties that he had 
instead o f them being masked or him finding a way o f coping with them, they just 
seemed to get, still be there and something else would come in and by his last year he 
just he was a nervous wreck [...] I  felt I  was absorbing all his sadness really [...] he’s 
being seeing this psychiatrist about his self-esteem, the bullying and the fact that he’s 
Asperger’s [...] But it does takes your toll, it does take its toll on me as a parent 
because everyone wants their children to be confident, and go out there and take part 
in this and that and you realise that that’s not going to happen the same for your 
children and i t ’s just the battles always seem to be greater. And I ’m not saying my 
problems are worse than other people’s, whose children do not have Asperger’s, but 
i t ’s I  don’t know, i t ’s hard going for them andfor me really”
Theresa emphasises how much Martin’s “sadness ” has taken its toll on her as a 
parent. She describes, perhaps what her expectations were before having children that 
they would be “confident, and go out there and take part in this and that” and how it 
has been for her to come to the realisation that this is “not going to happen the same ” 
for her own children. Despite these “battles, ” Theresa then adds “I ’m not saying my 
problems are worse than other people’s. ” This perhaps links in with what she feels it 
is acceptable to say about the difficulties of her experiences which connects with 
wider societal discourses about not ‘complaining’, ‘being thankful’ for what you have 
and acknowledging that ‘there’s always someone worse off than yourself.’
End
Theresa’s account does not have a clear end but she continues to describe the 
challenges that being a mother to Gary and Martin have brought. The end of her 
narrative does focus more on the experiences that she feels she is currently facing and 
the way in which she sees the future for herself and her children.
Theresa described how she always feels she needs to be ready for something 
unexpected that might happen which she is going to have to deal with. She felt that 
this made it difficult for her to relax:
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“I  always feel like I ’m always on my marks ready for anything that happens at school. 
You know you ’re just ready, you know, you can’t sit hack and relax at all um because 
there’s always that fear that well he’s alright he’s in school, he’s got a full Statement 
but what i f  they decide they ’re going to take the Statement away because there’s no 
money. There’s a lot o f  what-ifs ”
In the above quote Theresa’s use of the phrase “There’s a lot o f what-ifs” perhaps 
indicates that she finds it difficult to know what is going to be round the comer or 
what the future will hold for her and her children. This reflection on what the future 
might hold is also illustrated in the next quote:
“I ’ve got friends who got sons the same age as my two and obviously they worry but 
they haven’t had to do things that I ’ve had to do [...] and making sure that in the 
morning everything been organised because h e ’s not very organised [Gary] so I  have 
to sort o f more or less help him organise his things and you feel some 17 year olds are 
not very organised but i t’s the realisation that I  have to keep doing this ”
Although Theresa draws some parallels between her own experiences and that of other 
parents (that all parents worry) she highlights in the next quote the extra things that 
she feels she has had to do being a parent of two children diagnosed with AS. 
Furthermore, whilst Theresa perhaps sees that other parents have changing roles as 
their children reach adulthood, she still sees her children as being just as reliant on 
her, “it’s the realisation that I  have to keep doing this, ” Theresa begins to reflect on 
how she feels alone with this task, feeling that while she is desperately trying to 
improve things for her children, the support to help her do so is not there:
“They’ve started this group in [name] for parents o f  children with Asperger’s um and 
the autistic spectrum. I  went to the first one [...] I  sat there and Ijust thought we are 
sitting here and we are talking about our children’s difficulties and we are all saying 
the same thing “Help ” [...] Ife lt so depressed because I  thought gosh I ’ve got to go 
home to my son and you know we are desperate to do things to sort o f  make, improve 
things. There is just nothing basically and Ijust feel i t ’s uh I  don’t want to be 
negative but it does worry me that you know to sort o f  help him in the future. ”
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There is a certain sense of helplessness in Theresa’s above quote where she, amongst 
other parents of children with a diagnosis of AS, is “desperate ” to change things and 
“improve things” for her children, but “there is just nothing” in the way of support. 
Again Theresa seems concerned about how she is coming across to others, not 
wanting to seem “negative ” but not rally being able to express her concerns about the 
future in any other way.
Theresa’s concern for her sons’ futures is also illustrated in the next quote:
“I ’m a single parent and I  don’t have any family around here at all. I  work at the 
local school and I  sort o f  do lollypopping as and when they need me but that’s purely 
so as that I  don’t have to worry about the holidays because its that holidays, i t ’s sort 
o f knowing that I  can be there for Martin [...] I ’d love to sort ofgo out a bit more but 
there’s just isn’t anything you know and uh I  suppose it does worry me as I ’m getting 
older I ’m thinking gosh what’s going to happen to the boys i f  anything happens to 
me. ”
Theresa highlights in the above quote what she has sacrificed for her children, she 
“would love to go out a bit more ” and may even prefer a different job. However, she 
does these things for her children, who she continues to see as completely dependent 
on her, “gosh what’s going to happen to the boys i f  anything happens to me. ” She 
goes on to describe, in the following quote, that although she is aware that her 
children still “struggle ” with being independent the law states that they are adults and 
entitled to chose what they do, which causes Theresa concern:
“I  remember the psychologist saying to me, the one who diagnosed the Aspeger ’s for  
the boys, she said to me its going to get worse and its true because w e’ve gone from  
the little years, middle years and now the teenage years but its knowing that they ’re 
going onto adulthood. Your hands are tied, you can’t say “You can’t do that” now or 
you know, you ’ve got to sort o f give them uh scope to be independent but when you 
know they are struggling [...] the law states that they are entitled to do that, so they
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may be struggling with something, but i f  you can’t stop them? [...] i t’s horrible to be 
honest with you. ”
Theresa then describes that, despite the effort she has invested in her children, she 
fells that she '"should” be doing more, again perhaps linking into wider discourses 
about what mothers ‘should’ or ‘should not’ be doing for their children:
“I  do worry about um the boys because I  feel I  should be doing more but I ’m thinking 
what more can I  do? I ’m doing what I  can but um it is hard basically and I  think the 
hardest thing is i t’s a disability that nobody can see and people think uh you are 
making it up. ”
In the above quote, Theresa highlights how, although she has a name for her boys’ 
“disability” it is one that others cannot see. This links in with Theresa’s earlier 
comment that it was important to her that people knew that her children had been 
diagnosed with AS to explain why she found it more difficult to manage in “normal” 
situations. Despite having the label, however, Theresa still feels as if her experiences 
are not believed or validated and that “people think you are making it up. ” Theresa 
then went on to highlight the way in which she has had to stand up for her children, 
alerting others to what they need, sometimes at personal cost to herself:
“I ’ve been to meetings at schools and I ’ve held my own and I ’ve been very good. I ’ve 
sort o f stood up. I ’ve never had any major battles with people but I  try not to get 
upset and I ’ve got tougher as I ’ve got older but it still upsets me when people say 
something and perhaps they don’t realise it [...] Quite often uh you know I ’ve come 
away from meetings and I ’m worried sick about it the following day. Perhaps I  
shouldn ’t have said that or perhaps they think I ’m daft about that, or perhaps you 
know well, “She’s a bit odd, that’s why her boys are a bit odd. ” ”
Although, in the above quote Theresa describes how she has “held her own ” and “got 
tougher” through her experiences, other peoples’ comments still do affect her and she 
continues to be concerned about what others might think about her. In the next part of
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her narrative, Theresa also reflects on her own emotions relating to her sons’ 
diagnoses but that she continues to feel as if she needs to battle on:
“it does make you feel like you are mourning someone - do you know what I  mean?
I t ’s a sad thing at times hut and I  suppose it just knocks your confidence really. You 
know I  think you just have to try and dust yourself o ff and get on with it the best you 
can but I  think it would be nice i f  there was like a lifeline somewhere for when they get 
to the teenage years because I  think it’s what’s needed. ”
The above quote illustrates how TTieresa’s strbng emotions “you feel like you are 
mourning someone ” perhaps cannot always be acknowledged and attended to, feeling 
as if she has to dust herself off and “get on with it. ” This, once again, may link with 
powerful social discourses about getting on with things, ‘grin and bear it’ despite 
powerful emotions. In the next quote, Theresa describes how she does not want her 
life to continue in this way:
“I  don’t want to feel I ’m constantly being anxious all the time until I ’m an old lady 
and I ’ve popped it. ”
In the final part of her account, Theresa describes the way she feels about her 
experiences and emotions “Ifeel guilty, I  feel silly. ” She also highlights what it 
would mean for her to have her experiences and her emotions acknowledged, accepted 
and validated:
“I t ’s I  think it would be nice to have sort o f  um uh somewhere you could go as a 
parent, not to be patronised, but just people to really listen to what you ’re saying. I  
don’t want someone to say “Yeah but all 17year olds are like that ” [...] I  don’t want 
to be patronised; you ’ve had this all your life you know. Every stage o f  an Asperger’s 
child is different [...] it would be nice to be hear, you know, “You have a right to be 
anxious, you have a right to feel anxious. Ifeel guilty, Ifeel silly. ”
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Structure
The structure of Theresa’s account is predominantly regressive. From her early 
experiences of being a mother, Theresa has felt different to other mothers, being the 
one who was selected out as having a child that needed to return for further 
developmental check, “i f  there is a long line o f  mums la m  always the one to get 
picked out. ” This became more prominent when other parents commented on Gary’s 
behaviour; perhaps assuming that he was a “naughty” child and implying that they 
would do something differently to Theresa to get Gary’s behaviour under control,
“you can see people having a bit o f  a moan behind your back or saying, “God, i f  that 
was my boy I  would give him a good slapping. ”
Theresa then has a second child who shows similar traits and, despite her concerns the 
‘experts’ are unable to give a firm diagnosis or explanation for her children’s 
behaviours, “Nobody could make a diagnosis [...] and nobody would make a firm  
decision. ” The diagnosis of AS is eventually made for both her children, and initially 
Theresa is relieved and wants others to know about the diagnosis, “I  want people to 
know because I  am so exhausted with trying to cope normally with two boys in a 
normal environment and they are struggling. ” However, Theresa is also left feeling 
as if she needs to be able to now manage and cope despite her marriage also breaking 
down at a similar time “Ife lt like a pain, I  must be a nuisance to people so I ’ll just 
pull my draw bridge up and muster on as best I  can. ”
During her account, Theresa describes her expectations of motherhood and her hopes 
for her children, “everyone want their children to be confident and go out there and 
take part in this and that” and how this had not been the case for her, and probably 
was not going to be in the future, “I  have to sort o f  more or less help him organise his 
things [...] i t ’s the realisation that I  have to keep doing this. ” Theresa describes the 
way in which things have become worse, feeling powerless to legally exert any 
control over her children, as they become adults, despite her knowledge that they are 
dependent on her “she [the psychologist] said to me its going to get worse and its true 
because w e’ve gone from the little years, middle years and now the teenage years but 
its knowing that they ’re going onto adulthood. Your hands are tied. ” She describes 
the loss of the motherhood she had expected as being like “mourning” but it is clear
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through her narrative, that despite the emotional difficulties and challenges, that there 
has been no option for her but to carry on regardless “I  think you just have to try and 
dust yourself o ff and get on with it the best you can. ”, Theresa outlines the way in 
which she would hope to be supported and listened to but it is clear that this has been 
very far from her own experience “I  don Y want to be patronised; yo u ’ve had this all 
your life you know. Every stage o f an Asperger’s child is different [...] it would be 
nice to be hear, you know, “You have a right to be anxious, you have a right to feel
Personal, Interpersonal and Societal levels of analysis
At the personal level of analysis Theresa talks solely about her experiences since 
becoming a mother, suggesting her identity as mother and carer for her two children 
has become all-encompassing. Things that Theresa does in her life, for example her 
job in a school, are planned around her children’s needs.
At the interpersonal level of analysis Theresa’s account emphasises that her life 
since having the children has been a series of trials and challenges and that she does 
not expect this to be any different in the future; in fact she feels that things may 
become worse. Although she aspires not to be an anxious person for the rest of her 
life, she cannot see things working out any differently to that.
At the societal level of analysis Theresa’s account seems influenced by a number of 
societal discourses about motherhood and about managing challenging situations. 
Throughout her account Theresa seems conscious of the way that others might 
perceive her. She describes how peoples’ perception of her children as “naughty” has 
implications for the way in which Theresa feels other people view her parenting 
ability. Theresa also highlights the way in which there is an expectation that she 
should be able to “muster on” regardless of the emotions and challenges that she 
might be feeling.
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APPENDIX 9 -  Credibility check invitation letter
Dear [NAME]
Re: Research project: How are the identities of mothers with a child
diagnosed with Asperger’s Syndrome constructed?
Thank you very much for taking part in the above research project and for giving lip 
your time to be interviewed. In total I interviewed ten women and I felt extremely 
privileged to hear such rich, detailed and honest accounts of your experiences. 
Following the interviews I had a lot of data to synthesise and I have felt a great 
responsibility to ensure I capture the diversity and similarities across all ten accounts.
As agreed at the interview I have enclosed a draft copy of my results section for you 
to read through if you wish. All the names have been changed and I have given you 
the pseudonym of [PSEUDONYM].
As we discussed at the interview I would find it really valuable to have your feedback 
and comments on this draft. If you have any comments that you would like to make I 
have enclosed a stamped addressed envelope to help you to do so. Please feel free to 
write your comments on the draft results section or on a separate sheet if you wish to 
keep your draft copy of the results section.
Please be aware that you do not have to make comments but I will attempt to 
incorporate any suggestions made into my final report, alongside my own 
interpretations. May I also take this opportunity to remind you that you are free to 
withdraw consent from participating in the study at any time should you wish to do so. 
Thank you once again for your participation and time.
Yours sincerely
Julia Baker (Trainee Clinical Psychologist)
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